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ABSTRACT
Depressive symptoms in adults with Sickle Cell Disease (SCD) often go unrecognized and
untreated. SCD is one of the most common inherited hemoglobin disorders in the United States,
affecting 1 in 365 African Americans. Individuals with SCD and co-morbid Depression lead to
high hospitalization rates and healthcare utilization. The objective of this study is to explore
depressive symptoms and preferred coping strategies among African American Adults with
SCD. Furthermore, the aim is to explore the acceptability of religiosity among those who selfidentify as religious. Interviews were conducted with 30 African American adults, recruited
during their hematology appointment at the Center for Blood Disorders- Sickle Cell Clinic in
Augusta, Georgia. Qualitative content analysis was used to systematically summarize and
interpret the data. The following themes: Implications of SCD, Physical Coping Mechanisms,
Psychological Coping Mechanisms, Types of Negative Emotional Responses, Beliefs about
Religion and Types of Social Support, emerged from the data. Findings will inform providers of
coping strategies to recommend, conjointly with recommending resources for mental health
services referrals. Knowledge of other coping strategies being used or incorporating religiosity
will improve the likelihood of the patient addressing their depressive symptoms through a
method that is already being used to cope with the physical symptoms experienced in SCD.
Information will also be useful to those that serve as a bridge between the patient and the

provider: caregivers, family members, community-based organizations, religious leaders, and
those within social circles of African Americans with SCD.
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CHAPTER ONE
INTRODUCTION
Statement of the Problem
African Americans have a significantly higher risk of chronic illness compared to those
of other racial groups (Der Ananian, Winham, Thompson & Tisue, 2018). A quantitative study
conducted by Watkin, Assari, and Johnson-Lawrence [2015], found that African Americans who
have a chronic illness also experience depressive symptoms compared to those of other racial
groups. Considering social factors in creating interventions to fit the cultural norms of this
population, could help improve the quality of life in African Americans (Cunningham, Croft,
Liu, Lu, Eke, and Giles, 2017). Individuals with a comorbidity of depression and a chronic
illness need special attention because symptoms of depression often go unrecognized by health
care professionals (Jerrell, Tripathi & McIntyre, 2011). Further, African Americans’ fear of
being stigmatized may make it difficult to discuss depressive symptoms with their health care
professionals (Dunlop, Song, Lyons, Manheim & Chang, 2003; Gitlin, Chermett, Dennis &
Hauck, 2012; Green, Fothergill, Robertson, Zebrak, Banda & Ensminger, 2013; Sellers,
Bonham, Neighbors & Amell, 2009).
The relationship between depression and chronic illness is bidirectional. This
bidirectional relationship often makes it difficult for providers to identify depressive symptoms
in patients with a chronic illness (Menear et al., 2015). One in five adults diagnosed with a
chronic illness has comorbid depression (Puyat, 2017; Johnson, Eiser, Young et al., 2013;
Thombs, Bass, Ford et al., 2006). Mental health comorbidities may have a negative impact on the
outcomes of chronic illness. For instance, poor self-care practice (Barnes, Mayo-Gamble, Harris,
Townsend, 2018), symptoms perception (Levenson, 1992), quality of life (Gladis, Gosch, Dishuk
& Crits-Christoph, 1999), service utilization and mortality (Wells et al., 1989). One of the
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chronic illnesses where individuals also have a high incidence of depression is sickle cell
disease.
Sickle Cell Disease
Sickle Cell Disease (SCD) is a hereditary condition with deformed hemoglobin (sickleshaped), affecting approximately 300,000 individuals worldwide. In the United States, SCD
affects approximately 1 in 360 African Americans (Snyder, Zhou, Theodore, Quarmyne, Eckman
& Lane, 2019). SCD is prevalent amongst descendants of the Sub-Saharan Africa region.
Individuals originating from the Mediterranean, Caribbean, Middle Eastern, and Asian regions
also have a high prevalence of SCD (Reed and Vinchinsky, 1998; Yang, Shah, Watson, Mankad,
1995; Jenerette, Funk, and Murdaugh, 2005). Each individuals’ experience is unique. However,
common symptoms experienced are painful vaso-occlusive crises (VOCs) episodes that result in
pain, chronic organ damage, cognitive deficits, stroke, and increased susceptibility to infections
(Simon, Long, and Koyfman, 2016).
Painful VOCs are the primary cause of hospitalization in SCD. Vaso-occlusive crisis
episodes are caused by a blockage of sickled cells at certain points in the body. These blockages
cause a lack of oxygen to a specific organ, leading to organ damage, causing pain in the joints
and extremities such as the back, abdomen, or chest, and can vary in intensity from mild to
excruciating. Individuals with SCD may also experience a stroke, infections, renal and
pulmonary problems, acute chest syndrome, and numerous complications related to organ
dysfunction of varying severity (Simon, Long, and Koyfman, 2016).
Due to the pain from VOCs, psychologically, individuals with SCD may experience
episodes (short or prolonged) of low self‐esteem, anxiety, depression, dissatisfaction with body
image, poor school performance, social isolation, decreased participation in normal daily
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activities, and poor peer and family relationships (Kutlar et al., 2018). Recent studies
have characterized depression in SCD. These studies indicate that depression in SCD manifests
as anxiety, self-hate, loneliness, somatic complaints, aggressive behavior, internalized stigma,
frequent hospital visits, suicidal thoughts, discriminatory remarks, more frequent pain episodes
and sleep disturbance (Anie et al., 2010; Asnani et al., 2010; Bakari et al., 2014; Bediako et al.,
2016; Holloway et al., 2017; Laurence et al., 2006; Nunes et al., 2016; Ola et al., 2016; Sehlo et
al., 2015; Wilson Shaeffer et al., 1999; Wallen et al., 2014). While these studies demonstrate that
depression is a challenge within SCD, they also expose a need to understand how these
individuals cope with depressive symptoms.
The presence of both depression and SCD is associated with a lower quality of life and
greater emergency department utilization (Kauf et al., 2009). A recent study asserted that
individuals with SCD and comorbid depression have a 2-8 times greater relative risk of utilizing
the emergency department compared to individuals with SCD without depression (Jonassaint,
Jones, Leong, and Frierson, 2016). The coping methods of adults with SCD should be
investigated to reduce these costs related to healthcare and medication.
Coping is the method used to manage the negative outcomes experienced (Herbert,
1997). In 2011, Jerrell, Tripathi, and McIntyre (2011), concluded that selective serotonin
reuptake inhibitors, used for major depressive disorders, have uncommon hematologic side
effects. The side effects are exacerbated by aspirin, which individuals frequently use for pain
relief (Jerrell, Tripathi, McIntyre, 2011). In addition, medication to treat depressive symptoms is
added costs to individuals who already have high costs from high emergency department
utilization (Kauf et al., 2009). Further research into different non-medicinal treatments may
reduce the economic burden of SCD (Kauf et al., 2009; Tanabe et al., 2010).
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There is a paucity of literature describing how African American adults with SCD cope
with depressive symptoms. Hildenbrand, Barakat, Alderfer & Marsac (2015), investigated how
children with SCD cope with their stressors, found relaxation, emotional expression, disease
management strategies, and making plans to be helpful. Conjointly, it was found that setting
routines, seeking help from their medical team, “taking control”, seeking understanding, direct
problem solving, acceptance, emotion-focused support, problem-focused support, and cognitive
decision making, were helpful (Hildenbrand, Barakat, Alderfer & Marsac, 2015).
Individuals with SCD use religiosity as a source of coping with the physical element of
SCD, such as the painful VOCs. Religiosity, the use of individual values, beliefs, practices, and
rituals related to faith, has been used in other interventions with chronic illnesses that have a
comorbidity of depression (Fradelos et al., 2018; Shaheen, Al Zaben, Sehlo, Khalifa, &
Koenig,2016; Kilbourne, Cummings, Levine, 2009). Even so, these methods have not been
described to address depressive symptoms or a combination of physical and depressive
symptoms in SCD. Understanding the current and preferred coping strategies for depressive
symptoms in adults with SCD is important for future interventions of public health professionals.
Knowledge of current strategies is also vital in increasing knowledge amongst primary care
providers, hematologists, nurse practitioners, pediatricians, nurses, and community health
providers. Understanding preferred coping strategies would clarify patient-preferred coping
strategies, to facilitate depression treatment for less severe symptoms that do not require
medication or supervision of mental healthcare providers. The present study seeks to gain a
better understanding of depressive symptoms and the preferred coping strategies for depressive
symptoms experienced by African American adults with SCD. Results from this study will
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educate providers on coping strategies that have been shown to be effective in reducing
or alleviating depressive symptoms.

Purpose Statement
The purpose of the present study is to explore depressive symptoms and preferred coping
strategies. Furthermore, the present study aims to explore the acceptability of religiosity as a
coping strategy for depressive symptoms among African American adults with SCD, among
those who self-identify as religious.

Research Questions
This aim will be explored through the following research objectives:
Research objective 1: To identify depressive symptoms among African American adults with
SCD.
Research question 1: What are the depressive symptoms experienced among African American
adults with SCD?
Research objective 2: To identify preferred strategies used to cope with depressive symptoms
among African American adults with SCD.
Research question 2: What coping strategies are used for depressive symptoms among African
Americans with SCD?
Research objective 3: To explore perceptions of using religiosity as a coping mechanism for
depressive symptoms among African American adults with SCD, who self-identify as being
religious.
Research question 3: What are the perceptions of using religiosity as a coping mechanism for
depressive symptoms among African American adults with SCD, who self-identify as being
religious?
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Delimitations
The delimitations of the study are:
1. Individual is 18 years or older;
2. Individual identifies as African American;
3. Individual has Sickle Cell Disease;
4. Individual lives in a medically underserved area or considered to be part of a medically
underserved population in Georgia (Refer to Appendix A): Dade, Walker, Chattooga,
Gordon, Floyd, Bartow, Cherokee, Forsyth, Hall, Murray, Fannin, Union, Towns,
Rabun, Gilmer, Lumpkin, White, Habersham, Pickens, Dawson, Banks, Franklin, Hart,
Madison, Elbert, Polk, Cobb, Gwinnett, DeKalb, Newton, Clarke, Jackson, Fulton,
Clayton, Henry, Spalding, Haralson, Oconee, Oglethorpe, Wilkes, Lincoln, Heard, Butts,
Jasper, Morgan, Greene, Taliaferro, McDuffie, Columbia, Richmond, Meriwether, Pike,
Lamar, Monroe, Jones, Putnam, Troup, Muscogee, Bibb, Houston, Hancock, Warren,
Glascock, Jefferson, Burke, Washington, Baldwin, Upson, Talbot, Harris, Marion,
Macon, Schley, Twiggs, Wilkinson, Screven, Jenkins, Emanuel, Candler, Treutlen,
Laurens, Dodge, Pulaski, Dooly, Sumter, Webster, Stewart, Quitman, Randolph, Terrell,
Lee, Crisp, Wilcox, Turner, Ben Hill, Telfair, Wheeler, Montgomery, Toombs, Tattnall,
Evans, Bryan, Liberty, Long, Appling, Jeff Davis, Worth, Calhoun, Dougherty, Clay,
Early, Baker, Mitchell, Colquitt, Cook, Berrien, Atkinson, Ware, Pierce, Brantley,
Camden, Charlton, Glynn, Camden, Clinch, Echols, Brooks, Lowndes, Thomas, Grady,
Decatur, Miller, Peach, Crawford, Tift, Lanier, Irwin, Bacon, Wayne, McIntosh, Walton,
Carroll, Cowet, Taylor, Johnson, Bulloch, Effingham, Chatham, Coffee, Stephens,
Chattahoochee, Bleckley
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Limitations
The limitations of the study are:
1. There is a potential for recall bias;
2. This is a qualitative study, so results are not generalizable;
3. Interviews will not include providers.

Assumptions
The assumptions of the study are:
1. Participants answered all questions truthfully as best as they could;
2. Participants were not told what to say by clinic staff, prior to the interview;
3. Participants identified as African American;
4. Participants have Sickle Cell Disease;
5. Participant has experienced at least one depressive symptom during their life;

Implications
Public Health Implications
Public Health is the science of protecting and improving the health of people and their
communities (Center for Disease Control Foundation, 2019). This science ensures that
individuals in the population have all the appropriate resources and policies needed to lead a
healthy holistic lifestyle. Public health professionals have many roles in maintaining and
improving the health of the population. This work cannot be done in isolation. Currently, there is
a gap in the literature on how African Americans with SCD cope with depressive symptoms.
The results from the present study would inform providers of culturally sensitive
recommendations to benefit patients experiencing low to moderate levels of depression (PHQ-8
score of less than 10). Currently, the Substance Abuse and Mental Health Services
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Administration recommends that when patients score less than 10 on the PHQ-8,
providers look for signs of severe depression, provide education, and re-administer the PHQ-8, at
follow-up appointments (Kroenke & Spitzer, 2002; SAMHSA.gov). While the PHQ-8 will not
be administered, this population is prone to experiencing moderate levels of depressive
symptoms, therefore, education should be provided prior to the individual experiencing
symptoms. Study findings will enlighten providers of additional strategies used by African
Americans with SCD, to include when educating the patient of coping strategies for low levels of
depressive symptoms experienced. Knowledge of other coping strategies being used or
incorporating religiosity could improve the likelihood of the patient addressing their depressive
symptoms through a method that is already being used to cope with the physical symptoms
experienced in SCD. Acknowledging religiosity as an additional resource also increases access
to mental health services.
Information will also be useful to those that serve as a bridge between the patient and the
provider. Individuals who are caregivers, community leaders, family members, part of
community-based organizations, religious leaders, and within social circles of African
Americans with SCD. Interventions may be implemented through different methods that can be
shared by the provider as an additional resource for patients who score less than 10 on the PHQ8. For instance, a module that explains different strategies to be used built into a curriculum,
social support group among African Americans with SCD that acknowledges depressive
symptoms and how to cope, fact sheets of how to cope with depressive symptoms, informational
videos shown in the waiting room of an SCD clinic or a presentation at a Sickle Cell Conference.
The more conversations surrounding the psychological factors such as depressive symptoms, the
more potential there is to educate, which would decrease the stigma surrounding depressive
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symptoms. The results of this study will be an addition to the literature, informing
providers who work with African Americans with SCD of coping strategies to recommend,
conjointly with recommending resources for mental health services referrals.
Currently, biological factors are widely discussed, and recently psychological factors are
acknowledged, yet there is still more research needed. Addressing depressive symptoms at lower
levels will prevent prolonging depressive symptoms which would have worsening effects.
Furthermore, with effective interventions in place, the costs of healthcare utilization and
additional medications will be reduced.
Community Health Implications
Implications of this study will raise awareness of depressive symptoms and coping
strategies that could be used by African American adults with SCD. This will happen through
conversations that occur after the interview. Results have the potential to inform community
members of coping strategies within this population. Additionally, understanding the
acceptability of religiosity as a coping strategy for depressive symptoms could be an additional
resource to promote mental health services. African Americans may be more likely to adopt this
strategy for coping with depressive symptoms, as it is currently used for physical symptoms
(Clayton-Jones & Haglund, 2015; Clayton-Jones, Haglund, Belknap, Schaefer & Thompson,
2016). This will ultimately improve the mental health of people through de-stigmatization and
addressing mental health disorders, which would contribute to lessening the gap in mental health
care of African Americans.
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Definition of Terms
Sickle Cell Disease: a group of inherited red blood cell disorders (National Heart, Lung, and
Blood Institute, 2019)
Depressive Symptoms: feelings of little or no interest or pleasure in doing things, feeling down
or depressed, experiencing trouble falling asleep or oversleeping, feeling tired or having
little energy, experiencing poor appetite or overeating, feeling bad about oneself, and or
having trouble concentrating on things (Kroenke, Strine, Spitzer, Williams, Berry, &
Mokdad, 2009).
Coping: the method an individual uses to manage the negative outcomes experienced (Herbert,
1997).
Religiosity: the use of individual values, beliefs, practices, and rituals related to faith (da Silva et
al., 2018; Pargrelament, 1997); a major source of emotional and practical support in that
it integrates individuals into the community through church activities and provides
additional opportunities for friendship formation (George, Larson, Koenig &
McCullough, 2000)
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CHAPTER TWO
LITERATURE REVIEW
Defining the Problem
Community in the Sickle Cell Disease Population
Within public health targeted interventions are used to address the problems of a specific
population with various obstacles. To improve the quality of life of a community, the preferences
of the individuals in the community need to be considered. For interventions for African
Americans with SCD, social and cultural factors should be accounted for in hopes that
individuals would be more likely to incorporate the intervention into their lifestyle. To propose a
solution there is a need to be aware of the perspective of the target population. According to
Lawrence, Apenteng, Schueths, Pattanaik, and Gibson (2018), from the perspectives of
individuals with SCD in rural Georgia, a community consists of family members (friends and
those in the social circle), medical providers, geographic community (neighbors), faith-based
organizations and society. Interventions for this specific population should include
interdisciplinary collaboration to improve the quality of life. To best support the individuals there
is a need to look at the collaboration between medical providers, geography (the consequences of
living in a medically underserved area or population), and faith-based organizations (religiosity).
Sickle Cell Disease in Georgia
One in 295 African American babies were born with a form of SCD in Georgia from
2004-2008 (Center for Disease Control, 2008). Between 2004 and 2008, there were
approximately 7,299 people in Georgia with SCD. Individuals with SCD live in 149 of the 159
counties in Georgia (See Figure 1). The age range of those with SCD in Georgia is from newborn
to age 79 (Center for Disease Control, 2008).

22

Figure 1: Number of individuals with SCD in Georgia counties identified by surveillance (adapted from RuSH)

African Americans and Sickle Cell Disease
Among African Americans, Dean et al. (2017) found that there were lower odds of
knowing when to seek medical care compared to Caucasian Americans. Murry, Heflinger, Suiter
& Brody (2011) also found that there is a need for informal support for mental health problems,
especially in rural communities. The quality of life of an individual is influenced by factors such
as health, education, and economics (Jenerette et al., 2005). These factors all lead to the
disparities found in the health of African Americans compared to that of Caucasian Americans.
With these factors lacking, along with the burden of SCD and possibly depression, the
significance in finding a preferred strategy is of great importance. The paucity of literature in the
treatment of depressive symptoms in SCD needs to be addressed and can have an impact on
reducing the prevalence of depression amongst the African American population.
African Americans, Mental Health Services, and Medically underserved areas/populations
Mental health disorders have been underreported and can take many forms, depending on
the individual’s personality and environment (National Alliance on Mental Illness, 2019). The
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most common mental disorders in the world are anxiety and depressive disorders (Our
World in Data, 2018). Depression is measured along a spectrum. Common symptoms include
reduced concentration; disturbed sleep; feelings of unworthiness; significant decrease or increase
in appetite; and various other symptoms. Risk factors for depression include comorbid chronic
illnesses; substance use during pregnancy; being part of a minority group; and being predisposed
genetically (Our World in Data, 2018; World Health Organization, 2012).
According to the Anxiety and Depression Association of America (2018), African
Americans are 20% more likely to experience serious mental health issues, than the general
population. Exposure to factors such as lower economic status, with limited mental health access,
puts individuals at a higher risk for poor mental health (Denton & Anderson, 2005). Today,
African Americans combat socioeconomic disparities that were historically put into place
through, slavery, sharecropping, race-based exclusion from health, education, and social and
economic resources (Mental Health America, 2019). According to the United States Health and
Human Services (2016), African American adults are 20% more likely to report serious mental
illness than Caucasian Americans. African American adults are also more likely to experience
symptoms of depression compared to Caucasian American adults (Mental Health America, 2019;
DHHS Office of Minority Health, 2016).
African Americans in medically underserved areas and populations (MUA/Ps) experience a
shortage of primary health services within a specific geographical area and face economic,
cultural, or linguistic barriers to access health care (DHHS Office of Minority Health, 2016;
Ringel & Sturm, 2001; Fortney et al., 1991; Takeuchie et al., 1988). MUA/Ps are ill-equipped to
provide mental health services (Health Resources and Services Administration, 2019; Ringel &
Sturm, 2001). Furthermore, MUA/Ps usually have a shortage of primary care health services and
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mental health professionals (HRSA, 2019; Fortney et al., 1991; Takeuchie et al., 1988). As
of 2014, 15.9% of African Americans were still uninsured compared to 11.1 % of Caucasian
Americans, despite efforts of the Affordable Care Act (Agency for Healthcare Research and
Quality, 2014). Other barriers include limited time availability and long travel distances to get to
health care facilities, distrust of health professionals, and stigmatization (Fortney et al., 1991;
Takeuchie et al., 1998; Bird et al., 1998).
Several studies report that African Americans view mental disorders as stigmatizing and
symptoms of depression showed signs of weakness. Alvidrez and colleagues (2008) found that
African Americans felt that experiencing depression and anxiety were considered “crazy” within
their social circles. These factors have negative effects that result in low mental health treatment
seeking amongst African Americans (Ward, Wilshire, Detry and Brown, 2013; Gary, 2005;
National Mental Health Association, 1998; Thompson-Sanders, Bazile & Akbar, 2004; DHHS,
2001; Conner, Copeland, Grote, Koeske, et al., 2010). African Americans are also more likely to
believe that mental health problems could improve, which often prevents utilizing mental health
services as a coping strategy (Ward, Wilshire, Detry and Brown, 2013; Anglin, Alberti, Link, &
Phelan, 2008). As previously mentioned, African Americans are less likely to seek help in
mental health services, but even for those who seek help, there is a barrier of access. This
exposes the need for culturally centered strategies to cope with depressive symptoms.
Sickle Cell Disease and Depression
Depression in individuals with SCD is five times higher than that of the general
population (Asnani et al., 2010; Grant et al., 2000; Hasan et al., 2003; Wallen et al., 2014). The
relationship between depression and chronic illness is bidirectional; symptoms of chronic illness
can lead to depression and depression can worsen chronic illness symptoms. Depressive
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symptoms lead to frequent pain episodes, which increases the difficulty in managing the
symptoms of SCD (Jonassaint, Jones, Leong, Frierson, 2016; Asnani et al., 2010; Laurence,
George, and Woods, 2006; Ola, Yates, and Dyson., 2016, Edwards, 2005; Wallen et al., 2014;
Wilson Schaeffer et.al., 1999). Furthermore, chronic illnesses that include pain as a symptom
further inhibits the providers’ ability to detect depressive symptoms (Jenerette et al., 2005). The
co-existence of depression and SCD is associated with a lower quality of life, as well as higher
emergency department and healthcare utilization (Sehlo, 2015; Imhonde, 2013).
The Problem how it relates to the Social Ecological Model
Looking at the specified health issue, factors at the individual level to consider would be
individuals with chronic illness such as SCD, having depressive symptoms, and the need for
knowledge of alternative strategies of coping with depressive symptoms (Anie, 2005). Another
factor would be African American’s underuse of mental health services (Murry, Heflinger, Suiter
& Brody, 2011; Crosby, Wendel. Vanderpool & Case, 2012). Factors to consider at the
interpersonal level would be the caregivers and providers having a hard time identifying
depressive symptoms in individuals are with SCD because the symptoms similar to symptoms
experienced due to SCD (Anie, 2005; Katon, Lin, Kroenke, 2007; Katon, 2001). Factors such as
lack of access to mental health services due to shortage of health professionals, affordability,
rurality, etc., occur at the organizational level (Crosby, Wendel. Vanderpool & Case, 2012;
Jones, Walker, Miles, De Silva, and Zimitat, 2015). The community level factors of the SEM
would be lack of institutional support dues to lack of knowledge or stigma that comes along with
depression and or SCD within the African American community and networks (Murry,
Heflinger, Suiter & Brody, 2011). At the policy level, the lack of policies to ensure that mental
health services are available to all in need of mental health services (Crosby, Wendel.
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Vanderpool & Case, 2012; Jones, Walker, Miles, De Sliva, and Zimitat, 2015) are
amongst the factors that influence the health behavior.

Current Coping Strategies Being Implemented
There is a gap in the literature on methods used by African Americans with SCD to cope
with depressive symptoms. Previous studies describe strategies to cope with the pain of SCD.
These strategies include social support, warm baths, emotional expression, seeking help from the
medical team, pain medication, religiosity, and cognitive behavioral therapy (Hildenbrand et al.,
2014; Clayton-Jones and Haglund, 2015; Clayton-Jones, Haglund, Belknap, Schaefer and
Thompson, 2016). While these strategies address the physical pain, coping strategies for African
Americans with SCD who are experiencing depressive symptoms, are not explicitly addressed.
There are evidence-based programs that address coping with/ recognizing depressive
symptoms. Community Response to Eliminating Suicide program (CORES), telephone
counseling, and Extension for Community Healthcare Outcomes organization (Project ECHO)
are programs used in rural settings. However, these programs were not designed for individuals
with SCD. The aforementioned programs train community members in identifying
depressive/suicidal symptoms and on counseling methods to compensate for the limited number
of mental health professionals in a community (Jones, Walker, Miles, De Silva, and Zimitat,
2015; Healthy People 2020, 2019; Agency for Healthcare Research and Quality, 2019).
Community Response to Eliminating Suicide is a program that trains community
members to recognize when individuals are struggling with suicidal thoughts or tendencies and
provide referrals to preventative measures (Jones, Walker, Miles, De Silva, and Zimitat, 2015).
The main goal of this particular program is to engage community members in their emotional
health as well as the emotional health of their community members to better recognize warning
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signs, including that of depressive symptoms (Jones et al., 2015). The CORES program is
particularly beneficial in rural communities (Jones et al., 2015). In addition, long-distance
technologies can be utilized to enhance the lack of mental health services in rural communities.
Organizations that support telehealth (such as telephone counseling and videoconferencing) are
also feasible for rural communities. An organization that focuses on this use is Project Extension
for Community Healthcare Outcomes (ECHO). Project ECHO connects underserved rural
providers to consult with experts in urban areas (Healthy People, 2020; Agency for Healthcare
Research and Quality, 2019).
In 2015, Anie and Green conducted a systematic review that examined psychological
interventions that improved the ability of individuals with SCD to cope with their condition. The
review emphasized interventions such as patient education, cognitive therapy, behavioral
therapy, and psychodynamic psychotherapy. While these therapies have the potential to address
depressive symptoms, for most of these interventions the depressive symptoms are not the
primary focus but are instead a byproduct of the interventions.
Variables Unaccounted for in Current Strategies
Incorporating evidence-based interventions with a focus on depressive symptom
awareness into comprehensive care would be beneficial to African Americans with SCD. An
added benefit would be to use religiosity to cope with symptoms of SCD, in a way that would
align with cultural norms. Incorporating cultural norms could reduce the stigmatization of mental
illness in this population, and ultimately reduce or prevent the consequences of untreated
depressive symptoms.
There is limited knowledge about how African Americans with SCD are coping with
depressive symptoms they are experiencing (Kilbourne, Cummings, Levine, 2009; Amadi et al.,
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2016; da Silva et al., 2018). Understanding the coping strategies African Americans with
SCD, use to cope with their depressive symptoms is essential. The present study will also fill the
gap in understanding the acceptability of using religiosity to cope with depressive symptoms,
among those who consider themselves religious. These results could be used to inform of other
coping strategies to recommend interventions that align with the cultural norms of African
Americans with SCD and depressive symptoms.
Interventions such as the CORES program and Project ECHO are extremely beneficial;
however, there is a need to combine these interventions. Recognizing symptoms in interpersonal
relationships, such as social circles and other community members (training points in the
interventions) combined with utilizing coping strategies used specifically for African Americans
with SCD for recognizing depressive symptoms in community members and members of social
circles. Interpersonal recognition is important because social support is integral in meeting the
needs of the target population (Lawrence et al., 2019).
Social Support
Social support is a protective factor for people experiencing symptoms of depression
(Chai, Mahadevan, Ngm Chan, and Dai, 2018; Jensen et al., 2014). Among African Americans,
social support is in families and communities, but often church or religious activities. These
networks have the potential of offering support through finances, emotional burdens, and
problems that may arise with caregiving (Chai et al., 2018; Abu Bakae, Weatherley, Omar,
Abdullah & Mohamad Aun, 2014). Webb, Charbonneau, McCann &Gayle (2011) found that
religious social support was associated with better recovery from serious mental illness.
Religiosity has been found to have a strong correlation with the improvement of depression
(Chai et al., 2018; Braam, Beelman, Deeg, Smith & van Tilburg, 1997). One study revealed that
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individuals with mental illness who were more religious and used religiosity as a coping
mechanism had a lower level of distress (Chai et al., 2014; Nurasikin et al., 2012). The results of
the present study could also provide more support for using religiosity as a coping mechanism
for depressive symptoms for African Americans, and less stigmatization surrounding seeking
mental health services.
Religiosity and Sickle Cell Disease
Studies denote that individuals with SCD use religiosity to cope with the physical pain
but limited about describing the use of religiosity to cope with the depressive symptoms
(Kilbourne, Cummings, Levine, 2009, Amadi et al., 2016; da Silva et al., 2018). Religious
coping with depressive symptoms has been utilized in other diseases (chronic obstructive
pulmonary disease, diabetes, and colorectal cancer) (da Silva et al., 2018; Kilbourne, Cummings,
Levine, 2009; Shaheen, Al Zaben, Sehlo, Khalifa, & Koenig, 2016), but it has not been studied
with an SCD population.
Researchers have noted that religiosity can serve as a protective factor not only for those
with chronic illness but also for African Americans living with depression (Holt, Roth, Huang &
Clark, 2018). Religiosity is acceptable in African American culture. The use of lay or pastoral
counseling is economically friendly or accessible, and the individual feels as if the religious
affiliation can also serve as social support (Holt, Roth, Huang & Clark, 2018). Religiosity can
also serve as a link between mental health access and improved quality of life, especially for
those in medically underserved or rural Georgia, where there is a dearth of mental health
services. Historically, the health of rural residents has been aided by “spontaneous acts of
charity” and the “we can take care of our own” mentality. The problem lies in the fact that this
culture is slowly changing to one of autonomy and individualism (Nelson, 2016). There is an
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imminent need to look for strategic opportunities to create partnerships between providers and
faith-based organizations to address the needs of African Americans in a way that still meets
previously mentioned factors.
Medical Providers and Religiosity
Public health professionals should mobilize partnerships between faith-based
organizations and providers to incorporate culturally relevant approaches when implementing
interventions of coping. Studies show that providers oftentimes are not willing to talk about
spirituality or religiosity in the medical setting. In a study conducted by Koenig, Perno, and
Hamilton (2017), providers and staff of the Adventist Health System, 28.2% compared with
22.0% of providers and staff encouraged patients to be more active in their religious faith and
93.3% had little or no training in this area. Balboni and colleagues (2007) posit that physicians
(providers) should advocate for attention to the religious and spiritual concerns of their patients
during clinical care. To address the religious attitudes of their patients, they acknowledge the
need for adequate training in initiating conversations surrounding religiosity and its benefits in
improving the individual’s quality of life (Ellis, Vinson, Ewingman, 1999). Knowing this
African Americans with SCD already use religiosity to cope with physical pain, it would be
beneficial to the individual to use a strategy that they are already using to cope with depressive
symptoms. Individuals with SCD tend to build strong bonds with providers they trust and
consider their providers part of their community (Lawrence et al., 2019). Providers suggesting
the use of religiosity to cope with depressive symptoms, with proper training and trust within the
relationship could help improve the individual’s quality of life.
Cost of untreated SCD and depressive symptoms
The consequences of untreated SCD and depressive symptoms could result in African
Americans having additional morbidities. These morbidities include lower life expectancy

31

compared to other races and a higher risk of suicidal ideations, due to ineffective
depression coping (Korkmaz, Korkmaz & Cakar, 2019; Kim, Lee, Huh, Kim, Kim, Oh et al.,
2002). Individuals with sickle cell anemia, the most severe form of SCD (NHLBI, 2019), have a
life expectancy that is 30 years shorter than individuals without SCD. Compared to African
Americans without SCD, African Americans with SCD have high rates of emergency department
visits and strokes (CDC Foundation, 2018). In 2005-06, annual hospital costs for SCD-related
hospitalizations were around $488 billion (Brousseau, Owens, Mosso, Panepintom Steiner,
2010). Annual medical care costs have been estimated to exceed $1.1 billion. Depending on age,
costs of individuals with SCD range from $892 to $2562, per individual, per month (Kauf et al.,
2009), which may or may not have been affected by undertreated depressive symptoms. A
previous study found that poor access to health care and public insurance is associated with
suboptimal comprehensive care in SCD use (Wolfson, Schrager, Kipke & Coates, 2009). This
leads to a higher rate of emergency department costs.
Theories/Frameworks used in other studies
Various theories capture behavioral tendencies and the pain aspect of SCD. Theories that
are often used in interventions pertaining to individuals with SCD and psychological symptoms
are; the Spiritual Development Framework (Clayton-Jones, Haglund, Schaefer, Koenig,
Dalmida, 2019); the Theory of Planned Behavior (Chawla, Singh, Lakkakula & Vadlamudi,
2017); the Critical Race Theory (Willaims-Gray& Senreich, 2015); the Theory of Self-care
Management for SCD(revised)( Jenerette& Brewer, 2010; Jenerette & Mardaugh, 2008); and the
Biopsychosocial Ecological Model (Lawrence, Apenteng, Schueths, Pattanaik & Gibson, 2019).
Of the aforementioned theories, the biopsychosocial framework captures the interaction of three
essential factors (biological, psychological, and social).
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Theoretical Framework
The theoretical framework is the guide or “blueprint” of the study. The constructs rely on
a formal theory and explain the phenomena and interactions of different variables (Grant &
Osanloo, 2014). The Biopsychosocial Framework is an interdisciplinary framework developed
by Dr. George Engel and Dr. Jon Romano in 1977, to understand health and illness (Engel,
1977). This framework is vital in gaining a better understanding of a holistic approach to
understanding various interactions of this particular population, at the individual level of the
Social-Ecological Framework. Individuals with SCD often endure problems, physically, socially,
and psychologically which have negative consequences on the overall quality of life of the
individual (Nash & Telfair,1994). This framework is used in research involving healthcare
interventions (Wade & Halligan, 2017). There is a need to understand coping strategies for a
chronic illness with psychosocial consequences (Nash & Telfair, 1994).
The Biopsychosocial Framework is composed of three main factors that influence one
another. The three factors are biological, psychological, and social. Due to the complexity of the
pain, from SCD (biological), the depressive symptoms (psychological), and the religiosity
(social) component, this would be a good framework to deduce the likelihood of understanding
what coping mechanisms are used (Taylor, Stotts, Humphreys, Treadwell, Miaskowski, 2013).
While there is literature to explain how individuals cope with symptoms of SCD, there is a need
to understand how individuals cope with their condition with special attention to the
psychosocial consequences (Nash & Telfair, 1994).
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Figure 2. The Biopsychosocial Framework (adapted from Nash & Telfair, 1994)

Limitations of Biopsychosocial Framework
The Biopsychosocial Framework is multifaceted and shows the interactions of three
major factors. The limitations of the biopsychosocial framework are there are no distinct
constructs. All constructs influence and lead into one another, making it hard to make scientific
assumptions. Other important factors that do not have a distinct place in the framework yet have
a possible effect on the outcome variable are the environmental stressors and factors that occur at
the policy level (Taylor et al., 2013). Taylor and other colleagues (2013) believed that
spirituality and religiosity should be separate constructs. Despite these limitations, the
framework captures the main variables needed to observe the outcome variable.
Determinants of Religious Behavior: A Theoretical Model
The Determinants of Religious Behavior theoretical model was developed by Marie
Cornwall in 1989. The original purpose of the model was to understand the social process factors
that have an impact on religious belief and behavior. The model consists of factors such as
religious socialization, personal community relationships, demographic characteristics; religious
commitment, and religious beliefs (Cornwall, 1989).
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According to the Determinants of Religious Behavior Model (Figure 3), it is posited that
personal community relationships are influenced by religious socialization and demographic
characteristics. Personal community relationships affect religious commitment and religious
beliefs. These then influence the religious behavior being performed. Personal community
relationships could also have a direct influence on the outcome of religious behavior; religious
beliefs can influence religious commitment. According to the model, religious commitment and
religious beliefs can influence religious behavior, together and separately. Ultimately, the
presence of religious commitment, religious belief, or personal community relationships all
increases the likelihood of the religious behavior to be performed (Cornwall, 1989).
Demographics and Personal Community Relationships within the model addresses the
community level factors and connects the social factor found in the Biopsychosocial Framework.

Figure 3. The Determinants of Religious Behavior: Theoretical Model (Cornwall, 1989)

Community Health Implications
This study has the potential to improve the overall health of African Americans and
minorities. By addressing the stigmatized topic of mental health and improve the overall quality
of life of African Americans through culturally appropriate tactics, the disparity gap will lessen.
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It is important to consider the biological, psychological, and social factors along with
their interactions within the ecological perspective to be of benefit to African Americans with
comorbid SCD and depressive symptoms. Results from this study will fill the gap in knowledge
on strategies used by African American adults with SCD to cope with depressive symptoms.
Currently, there is ongoing research about the physical factors involved with SCD. Recently,
there has been research to better understand the psychological factors. Despite these advances,
there is a paucity of literature on social factors such as, participation in a religious support group
or ministry that addresses the consequences of comorbid psychological factors. Failure to
address the consequences of the psychological factors in African Americans with SCD will result
in a higher prevalence of prolonged unrecognized symptoms of depression. This will then lead to
lower levels of physical and psychological functioning, ultimately, reducing the quality of life of
the individual.
The long-term implications of the present study would be an increase in the quality of life
of many African Americans (Larson, Schlundt, Patel, McClellan, Hargreaves, 2007). This has
been studied with other chronic illnesses (that also experience pain) quantitatively through
surveys but has not been done qualitatively, specifically with African Americans with SCD.
Results elucidate coping strategies already being utilized, can be recommended by providers and
those that interact with individuals with SCD. Additionally, results can also be used as a
component of an intervention focusing on SCD, especially for those in medically underserved
areas/populations, where there is already a shortage of access to mental health services and or
providers.
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CHAPTER THREE
METHODOLOGY
Study Design
In this exploratory qualitative study, semi-structured interviews were used to identify the
coping strategies African American adults with SCD, use to cope with depressive symptoms,
they may experience. One interviewer was used to conduct interviews with all participants. The
biopsychosocial framework was utilized to guide the coding of the transcripts from the semistructured interviews, surrounding their experiences with SCD. Results explain the depressive
symptoms African Americans with SCD experience, how they cope with depressive symptoms,
if and when they experience depressive symptoms, and the role religiosity could or has helped
played in coping with depressive symptoms.
Approval of this study was obtained from both Georgia Southern University (H2016111/15/19) and Augusta University (1544156-2-3/17/20), where the sickle cell clinic is based.
Participation from patients, the provider, and sickle cell clinic staff, was voluntary and informed
consent was obtained before the start of each interview.
Sample and Setting
A convenience sample was used to ensure interviews from 30 participants, who met the
inclusion criteria. The researcher traveled to the Center for Blood Disorders-Sickle Cell Clinic on
the Augusta University campus (Monday-Friday, 8 am-5 pm), during a six-week period.
The original methodology included having the clinic staff (nurse practitioner,
hematologist, or nurse) ask the patient to point to the county in which they live, to ensure the
county is considered a medically underserved area or population. If the adults met the inclusion
criteria (inclusion criteria: have SCD, over the age of 18, African American and live in a county
considered medically underserved area or population) they would give a brief overview of the
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study and be asked if they would like to participate. From there, the interviewer would
have waited in a private space, at the office, and explain the consent process to the participant.
Shortly after the study was approved, Governor Brian Kemp issued a Shelter in Place
order for the state of Georgia. With this change, modifications were made and approved by
institutions to conduct interviews by phone with the remote informed consent process in place.
The remote informed consent process included verifying the participant received the correct
version of the informed consent form, discussing details of the study with the participant,
including the risks and benefits of the study. The confidentiality and recording of the interviews
were discussed with the patient. Once the participant signed the form it was returned to the
interviewer with the participant’s signature, date, and time. The interviewer also signed, dated,
and included the time and the witness of the consent process also signed (a clinic staff member
who could verify that the consent process occurred). After which an enrollment note was
completed for documentation purposes (see Appendix F). Once the remote informed consent
process was completed, the interviewer verified the participant lived in a medically underserved
area or population in Georgia. Next, the survey was completed by phone. The interviewer asked
the participant the questions and answered on their behalf. After which, the interviewer started
the audio recorder and conducted the interview. The final interview size was 30 African
American adults with SCD, between the ages of 18 and 69.
Instrumentation
Questions from the semi-structured interview were loosely based on Patient Health
Questionnaire-8 (PHQ-8). The PHQ-8 is standardized and validated. It is used for measuring
depression on a 10-point scale. The PHQ-8 consists of 8 out of the 9 questions used to assess
depressive disorder. The ninth question asks about thoughts concerning suicide or self-injury
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(Kroenke and Spitzer, 2002; American Psychiatric Association, 1994). While these
symptoms are very important to know about, the present study focuses on depressive symptoms.
The questions asked in the PHQ-8 are: Over the last 2 weeks, how often have you been bothered
by any of the following problems: little or no interest or pleasure in doing things, feeling down,
depressed or hopeless, trouble falling asleep or sleeping too much, feeling tired or having little
energy, poor appetite or overeating, feeling bad about yourself, trouble concentrating on things,
and moving or speaking so slowly that other people could have noticed. Any participant that
expressed thoughts of suicide or self-injury was referred immediately to clinic staff. Questions
in the interview guide used the depressive symptoms asked in questions of the PHQ-8. Questions
were used to assess if the participant had ever or was currently experiencing depressive
symptoms. Any participant that indicated they were experiencing symptoms for more than two
weeks or more, at the time of the interview, were referred to clinic staff to ensure they received
proper treatment and attention.
Pre-Testing
Before data collection, interview questions were pretested through cognitive interviews
with African American adults with SCD. Pilot testing was conducted to ensure that questions
were understood as written and that there was content validity for each of the constructs used.
Pretesting participants were recruited from a Sickle Cell Community Consortium Event. The
mission of the Sickle Cell Community Consortium is comprised of sickle cell community-based
organizations (CBOs), patient and caregiver advocates, sickle cell community partners, and
research advisers, to “harness and amplify the power of the patient voice” (Sickle Cell
Community Consortium, 2019). The goal was to pre-test interview questions with at least three
people (10% of those who will be interviewed). Those who participated in the pilot study noted
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that questions were good but seemed repetitive. Questions were modified to differentiate
between the section referring to symptoms of sickle cell disease and symptoms related to
depression. Questions were also modified to be more conversational to improve comfortability
for the participant.

Data Collection and Procedures
Within the consent process, the research team member explained the study in depth. The
researcher explained results would be anonymous and disseminated through publications and
presentations (Presidential Commission for the Study of Bioethical Issues, 2013; Miller et al.,
2008 Fernandez et al., 2003). Aside from the participant’s signature, no other identifiers were
collected. Signed consent forms were stored in a locked file cabinet, in a locked office at the
Sickle Cell Clinic. Once consent was obtained, the participant completed a demographic
questionnaire. Data was collected using a demographic questionnaire. The questionnaire
consisted of questions about current gender, age group, the highest level of education, marital
status, employment status, household income level, SCD genotype, and the participant’s
perceived health status. Afterward, the interview started. The interview was audio-recorded and
memos written during the interview, to ensure quality and rigor.
To address research question one participants were asked to describe any depressive
symptoms they may experience. Depressive symptoms were those found in the PHQ-8. The
depressive symptoms were having little or no pleasure in doing things, feeling down or
depressed, trouble falling asleep or oversleeping, feeling tired or having little energy, poor
appetite or overeating, feeling bad about yourself, or having trouble concentrating on things.
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To address preferred coping strategies for depressive symptoms, participants were asked,
what types of activities make your depressive symptoms worse? Better? What do you do when
you feel these [the depressive symptoms mentioned]?
To gain a better understanding of participants’ perceptions of using religiosity as a coping
strategy for depressive symptoms, participants were asked various questions about religiosity.
While transitioning from depressive symptom questions to religiosity questions, participants
were told there were no wrong answers and that religiosity was referring to the social aspects of
religion, such as church events, Bible study, praying with others, participating in the choir, etc.
Questions in the religiosity section were based on the constructs of the Determinants of Religious
Behavior Model. Participants were asked about their religious beliefs, the role religion plays in
their life, their role in a religious community, their opinion of the relationship between religion
and health, religious activities used to cope with depressive symptoms, and the type of support
they receive (pertaining to SCD) from their religious community. If a participant said they were
not religious and were still willing to continue the interview, they were asked about their
willingness to incorporate religiosity into their lifestyle and the bad things about using religiosity
as a coping strategy. Sample questions from the interview are in Table I (Refer to Appendix E).
The interviewer also probed as the interviewee responded. Participants were recruited until
meaning saturation and coverage were achieved, and no new themes emerged (Hennink, Kaiser,
& Marconi, 2017).

Framework Construct Definition & Alignment
As previously stated, the Biopsychosocial Framework exposes the interaction of
biological, psychological, and social factors. Biological factors refer to disease characteristics.
Factors such as genetic predispositions, biochemical pathways, disease, etc., of the individual are
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considered. Psychological factors refer to the mood, personality, emotions, and mental
health of the individual. When observing the social factors, culture, socioeconomic status, social
support, family, and social interactions are typically considered (Schlenz, Schatz, & Roberts,
2016; Taylor et al., 2013).
To explore the acceptability of religiosity as a coping mechanism for depressive
symptoms amongst African Americans with SCD, Biological, Psychological and Social factors
should be considered. For Biological factors: sickle cell disease, genotype, levels of fetal
hemoglobin, age, and gender. For Psychological factors: the presence of depressive symptoms,
emotional distress personal beliefs, and catastrophizing should be considered. Social factors:
religiosity, social support, socioeconomic status (SES), access to healthcare, patient-provider
relationships should be considered (Taylor et al., 2013). Questions from the interview reflect the
factors and their interactions.
Biological Factors
The biological factors would lead to the pain severity and frequency of the individual’s
VOCs. The genotype of the individual’s SCD has been shown to influence the disease severity,
pain episode frequency, and severity of pain of the individual (Taylor et al., 2013; Ashley-Koch,
Yang, & Only, 2000; Pace, 2007; Reese & Smith, 1997). Previous studies have found that those
with the Hemoglobin SS (Hb SS) genotype have higher rates of pain crises, more severe pain,
and a higher risk of disease complications (Taylor et al., 2013; Pace, 2007; Ballas, 2002). The
levels of fetal hemoglobin have an association with genotype and also with pain in SCD.
Individuals with higher fetal hemoglobin have less sickled blood cells. Less sickled blood cells
contribute to fewer VOCs than individuals with lower fetal hemoglobin (Taylor et al., 2013;
Ballas, 2002). Though there is not as much research done on age in SCD, results show that
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individuals aged 25-44 have the highest prevalence of pain, compared to those in other
age groups (Taylor et al., 2013; Smith et al., 2008). Studies have also found that gender, being a
biological factor can also affect pain within SCD. Previous studies have found that women
experience more painful episodes and more painful sites (Taylor et al., 2013; Miaskowski, 2004).
Effects of the factors cause individuals to have a higher risk of developing depressive symptoms
(Edwards, 2005).
Psychological Factors
The psychological factors are associated with the mental health of the individual. The
presence of depressive symptoms in individuals is five times higher than that in the general
population (Asnani et al., 2010; Wallen et al., 2014). Factors influencing the severity of
depressive symptoms would be emotional distress, personal beliefs, and catastrophizing, which is
the inclination to think negatively about situations. Emotional distress is feelings of being
depressed, unhappy, anger, frustration, etc., and has been found to have a positive relationship
with pain severity amongst adults with SCD. Previous studies have found that individuals who
were depressed were more likely to experience more frequent pain episodes (Jonassaint, Jones,
Leong, Frierson, 2016; Asnani et al., 2010; Laurence, George, and Woods, 2006; Ola, Yates, and
Dyson., 2016, Edwards, 2005; Wallen et al., 2014; Wilson Schaeffer et.al., 1999).
Personal beliefs surrounding mistrust and feeling judged by healthcare providers can also
lead to depressive symptoms. An individual’s belief in their ability to participate in activities has
been found to inversely relate to depressive symptoms (Taylor et al., 2013; Edwards et al., 2001).
Other studies found that catastrophizing is associated with pain severity, pain episode frequency,
and decreased social interactions. More research is needed to solidify the interaction of
biological and psychological factors, but previous studies show the link and bidirectional
relationship between these factors (Edwards et al., 2001; Taylor et al., 2013; Wallen et al., 2014).
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Social Factors
Social factors also play a role in the Biopsychosocial Framework. Factors alongside
religiosity to consider are social support, SES, access to healthcare, and the patient-provider
relationship. These variables all have the potential to affect the variables when interacting with
biological and psychological factors. Social support in the form of coping assistance, social
networks, and resources provided, have the potential to reduce pain severity and depressive
symptoms in individuals with SCD. Research has demonstrated an inverse relationship between
SES and pain severity. Also, it was found that participants with low SES had poor pain control
and reported having depressive symptoms (Hasan et al., 2003). Access to healthcare is affected
by social biases stemmed from race, attitudes of providers toward patients, and geographical
location. Access to healthcare tends to overlap with these social factors that contribute negatively
to the individual’s biological and psychological factors. The trust and communication that come
from the patient-provider relationship also have an impact on the factors above. Previous studies
explored the patient-provider relationship but focused on pain management and patient coping.
The described social factors all impact the biological and psychological factors, however all
three interacting, could help to understand the acceptability of religiosity as a coping mechanism
for depressive symptoms of African Americans with SCD (Figure 2).
The social support to be accounted for would include adequate familial support, such as
family, friends, neighbors, etc. Social support would also include adequate support from the
individual’s medical community, including relationships with nurse practitioners, physicians,
social workers, and primary care physicians (Lawrence et al., 2019). Lastly, religion playing
such a large part in these individuals’ life (Lawrence et al., 2019; Clayton-Jones and Haglund,
2015; Clayton-Jones, Haglund, Belknap, Schaefer and Thompson, 2016), it needs to be heavily
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looked at as a possible solution. Religiosity may not the best option but could serve as a
temporary solution, to help prevent untreated depression that could lead to worse outcomes, such
as untreated severe depression or suicide attempts.

Figure 4: The Biopsychosocial Framework with interaction factors

How research questions will be assessed (Framework)
The interaction of all three constructs would lead to understanding how African
Americans with SCD cope with their depressive symptoms. Through semi-structured phone
interviews, certain questions (along with follow-up questions) were asked. To assess biological
factors, questions such as: Tell me what it is like to have Sickle Cell. What type of symptoms do
you experience due to your SCD? How does your SCD influence your thoughts and emotions?
will be asked. To assess psychological factors, participants are asked about depressive
symptoms they may experience. For instance, describe any depressive symptoms you may
experience. What type of activities make your depressive symptoms better? What type of
activities make your depressive symptoms worse? What do you do when you feel these
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depressive symptoms? To assess the social factors, amongst participants who are
religious, questions or conversations surrounding religiosity, such as: Describe your role in a
religious community. What religious activities would be used to help you cope with depressive
symptoms? What type of support do you receive, or do you wish you received from your
religious community? (See Table 1).
How the research question three will be assessed (Theoretical Model)

Each component of the theoretical model has an impact on African American adults with
SCD using religiosity to cope with their depressive symptoms. Each question in the religiosity
section of the interview guide corresponds to a construct (except religious socialization) found in
the Determinants of Religious Behavior Theoretical Model. The participant already satisfies the
religious socialization construct through the inclusion criteria. The inclusion criteria state
Georgia is located in the “Bible belt” region, where it is common for religion to be considered
important (Tweedie, 1978). The personal community relationships construct would be captured
in the question “What type of support do you receive to help with your SCD from your religious
community?” The demographic characteristics will be captured in the survey questions following
the interview. The religious commitment of the participant would be understood, once the
participant talks about the role religiosity plays in their life. The religious belief construct is
addressed when the participant describes their religious beliefs. Understanding these elements
will contribute to the acceptance of the participant using religiosity to cope with the depressive
symptoms. If the participant is not religious, the interview will end.
Credibility
Credibility ensures that the coders identify information presented in the interview
accurately (Polit & Beck, 2012). Credibility was accounted for through member checking in
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which the interviewer asked for clarification and the interviewer sometimes repeating what was
said to validate the interviewer’s understanding of the information provided.

Data Collection
Data was collected between the dates of May 11 through June 24 of 2020. Over this time
period, 30 participants completed the informed consent process, completed a demographic
questionnaire, and a semi-structured interview that consisted of main questions and probes
relating to the physical aspects of SCD, depressive symptoms experienced, coping strategies
used, and religiosity. All interviews were less than 30 minutes in duration. Responses of the
participants were audio-recorded. Brief notes were written to note any sounds or tones from the
participant, that would not be captured in the transcription.

Figure 5. The Determinants of Religious Behavior Theoretical Model with study variables
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Data Analysis
Semi-structured interviews (N=30) were transcribed verbatim through the Temi
transcription service. Qualitative data coding and analysis were conducted by two doctoral-level
students. The coders established reliability by coding each phrase independently. The interviewer
verified the transcripts before initiating qualitative content analysis.
Qualitative content analysis is used to systematically summarize and interpret the text to
identify key phrases, categories, and themes (Erlingsson & Brysiewicz, 2017; DowneWomboldt, 1992; Hsieh & Shannon, 2005). Qualitative content analysis is a successfully used
method for qualitative data coding (Crowe et al., 2015; Erlingsson & Brysierwicz, 2017).
Analysis alternated between the inductive and deductive approaches. This was an iterative
process in which data was constantly and systematically reviewed (Mills, Duerpo, & Wiebe,
2010). The inductive approach compared quotes to fully understand the topic and summarize
what was being said by participants into categories, subthemes, and themes (Saldana, 2013).
Deductively transcripts were read through the lens of the Biopsychosocial Framework.
The Biopsychosocial Framework was used for the analysis of the entire interview, while the
Determinants of Religious Behavior Model was the lens used to understand the Social Factors,
specifically to understand the aspects of religiosity that impact the individual’s willingness to use
religiosity as a coping strategy (Mihas & Odom Institute, 2019). This approach incorporated the
support of the theoretical framework, yet gave way to emerging themes, since there is limited
literature utilizing both for this particular topic. Subthemes and final themes were organized into
tables after the analysis by factors denoted by the Biopsychosocial Framework. The religiosity
section helped in understanding the Social Factors of the Biopsychosocial Framework, and its
interaction with the Psychological Factors.

48

Transcripts were read through multiple times to better understand the text. First cycle
coding was employed using in vivo coding. In vivo coding was used to ensure the essence of
what the participants communicated was captured. In vivo coding uses the verbatim phrases
given during the interview (Saldana, 2018). To obtain in vivo codes, meaningful units of texts
found in the transcripts were identified in phrases and sentences. Each phrase or sentence was
cataloged. After which, the phrases or sentences were condensed or organized using Microsoft
Excel (Saldana, 2009). Next, each coder assigned up to two categories to each in vivo code.
During a norming session, both coders met with an expert in qualitative data analysis. At
this stage, second cycle coding occurred. Second cycle coding is the process used to capture
multiple categories assigned to in vivo codes in the first cycle and combined them into broad
themes that represent what the participants communicated during interviews (Saldana, 2013).
During the second cycle, coders used holistic coding. Holistic coding was the style of coding
used to combine subthemes through assigning a subtheme/theme to categories that captured the
contents of participant interviews (Saldana, 2013). Categories were organized into subthemes,
then themes, to reflect the essence of the interviews. Discrepancies in subthemes were resolved,
then discrepancies in themes were resolved. Through the norming session, themes were refined
as needed, patterns were examined for contradictory patterns, gaps in understanding, and how the
themes are related, using both the model and theory (Miles and Huberman, 1994; Saldana, 2009).
Coders came to a consensus of all final subthemes and themes, per the qualitative research
expert’s guidance, and organized into result tables (refer to Table III-Biological Factors, Table
IV- Psychological Factors, and Table V-Social Factors).
Reflexivity
Coder 1: The coder/interviewer is an African American woman, in her early 30s, from the
northeast region of the United States. Participants may have considered the interviewer to be an
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outsider due to perceived accent, speaking too fast, or not being a patient at the outreach
clinics. The interviewer was conscious to ensure that the participant felt comfortable and was
aware that the interview could stop at any time. The interviewer had some bias towards the
utilization of religiosity as a coping strategy due to personal life experiences and past studies
done using religiosity/spirituality as a coping strategy. The coder has received training through
past experiences on other studies. To reduce bias, the interviewer did member checking,
maintained a process journal, and an audit trail (Dodgson, 2019).
Coder 2: The second coder is a Zambian woman in her early 30s. She has lived in the
Southern region of the United States for approximately twenty years. She did not interact with
any interviewees. The second coder was formally trained through a semester-long doctoral
course on qualitative research. The second coder also maintained a journal and an audit trail.
Results and notes were discussed and approved by the committee chair and members to ensure
bias was minimized.
Reliability refers to the consistency in the results. Due to the nature of the study, this was
difficult to measure. The researcher conducted all interviews to ensure that questions were asked
the same way and in the same manner, to each distinct participant. To enhance reliability, coders
did data comparison and included deviant cases, and compared themes and results with another
coder for inter-rater reliability (Leung, 2015).
Inter-rater reliability
Inter-rater reliability is a method where independent coding happens amongst more than
one researcher. Inter-rater reliability increases the trustworthiness of the results and rigor of the
study. It also reduces the interpretive bias of an individual researcher. Inter-rater reliability was
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calculated by dividing the number of disagreements by the number of agreements plus
disagreements (Miles & Huberman, 1994).
Validity
Validity in qualitative research refers to the appropriateness of the questions asked to
answer to meet the aim of the present study. Before implementation, an expert review was
conducted to ensure interview questions were sound and would invoke meaningful responses.
This study utilized theory, investigator, and data triangulation to ensure the validity of the
results. Theory triangulation was the use of multiple models and theories, the Biopsychosocial
Framework, and the Determinants of Religious Behaviors Model to analyze the data. Investigator
triangulation was the use of multiple coders to analyze the data to ensure results were not biased.
Data triangulation was evident through the literature that supports the findings. To enhance
validity, the interviewer also used a well-documented audit trail of processes as well as
respondent verification, during the interview (Leung, 2015).
Trustworthiness
Trustworthiness consists of factors of credibility, transferability, confirmability, and
dependability, to ensure the quality of the data (Pilot & Beck, 2014; Lincoln & Guba, 1985).
Credibility was established through member checking during the interviews. It was also
established through the three types of triangulation: theory, investigator, and data (Pilot &Beck,
2014). Transferability is established through the thick descriptions of the data analysis process
(Pilot &Beck, 2014). Confirmability was established through inter-rater reliability (Pilot & Beck,
2014). Dependability was established through the iterative process to analyze the data in
conjunction with the results being reviewed by qualitative experts and committee members
(Lincoln & Guba, 1985).
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CHAPTER FOUR
RESULTS
The aim of this study was to (1) elicit perspectives of African American Adults with SCD
to better understand any depressive symptoms they experience; (2) gain an understanding of the
strategies currently being used to cope with depressive symptoms experienced; (3) gauge how
open they would be to using religiosity as a coping strategy, for their depressive symptoms,
specifically. Thirty-eight patients were offered an opportunity to participate in the study. Of the
38 patients recruited, 2 patients did not meet inclusion criteria and 6 were consented but were not
able to be reached to complete the interview. In total 30 individuals participated in the study.
From the 30 interviews, six major themes emerged: (1) Implications of SCD; (2) Physical
Coping Mechanisms; (3) Psychological Coping Mechanisms; (4) Types of Negative Emotional
Responses; (5) Beliefs about Religion; and (6) Types of Social Support. The interrater reliability
was 0.86.

Sample Characteristics
Table II reflects the characteristics of the participants. Of the 30 participants, 16 were
female. Ten out of 30 participants were between the ages of 30 and 39 (33.3%) and 8 of the
participants were between the ages of 40 and 49 (26.7%). Most participants (46.7%) had a “high
school diploma/GED” as their highest level of education, followed by 9 (30.0%) who had “some
college” as their highest level of education. The majority (76.7%) of the participants identified as
single, for their marital status. Fifty-three percent of participants were unemployed and had a
household income level of less than $10,000. Seventeen participants (56.7%) were SCD type
HbSS, while 7 participants were SC, 5 were unsure of their genotype and 1 participant has an
Sβ+ genotype. One-third (33.3%) of the participants perceived their health status as good.
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Table II: Demographics

Characteristic
Gender: Female
Female
Male
Age
18-29
30-39
40-49
50-59
60-69
Education
Some High School
High School
Diploma/GED
Some College
College Degree
Marital Status
Single
Married
Divorced
Employment Status
Unemployed
Employed (Parttime)
Employed (Fulltime)
Retired
Other: Disability
Household Income
Level
<10,000
10,001-25,000
25,001-35,000
35,001-45,000
>45,000
Genotype
SS
SC
Sβ+
Unknown
Perceived Health Status
Excellent
Very Good
Good
Fair
Poor

N (%)
16 (53.3)
14 (46.7)
6 (20.0)
10 (33.3)
8 (26.7)
3 (10.0)
3 (10.0)
3 (10.0)
14 (46.7)
9 (30.0)
4 (13.3)
23 (76.7)
5 (6.7)
2 (6.7)
16 (53.3)
1 (3.3)
4 (13.3)
2 (6.7)
7 (23.3)
16 (53.3)
8 (26.7)
3 (10.0)
1 (3.3)
2 (6.7)
17 (56.7)
7 (23.3)
1 (3.3)
5 (16.7)
2 (6.7)
6 (20.0)
10 (33.3)
9 (30.0)
3 (10.0)
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Findings
Tables III-V outline the themes, subthemes, and illustrative quotes. Each table highlights
themes that correspond with the factors of the Biopsychosocial Framework. Table III highlights
the themes that correspond with the biological themes, the physical aspects of SCD. Table IV
highlights the psychological themes associated with SCD, that emerged from the data
corresponding with that of the Biopsychosocial Framework. Table V reflects the themes that
reflect the Social Factors that emerged from the data.
Table III. Biological Factors
Themes- definition/description
Implications of SCD- the
impact SCD has on the
participant’s life

Subthemes
Impact on Daily
Living

Physical
Implications

Treatment from
Others

Physical Coping Mechanismsstrategies used by participants to
prevent and manage the

Lifestyle Changes

Illustrative Quotes
• A lot of pain. And sometimes you don't want to be
bothered. And sometimes you don’t feel like
getting out of the bed, cause you hurtin’. –
participant 7
• The pain is somedays unbearable it debilitates me
to the bed and then other days I can function and
work through it. – participant 14
• It has its ups and downs and sometimes, you
know, I can't even walk sometimes, so, it’s kinda
bad occasionally. - participant 18
• I be weak. I don't have no energy. I be in pain. my
body swells up, maybe in lot of pain, I have to
have a lot of surgery. -participant 8
• I have nausea, diarrhea, chills- participant 9
• Only things I experience was that I always heard
that, when you get in your thirties, you have one
of the worst pain crises. -participant 28
• It's like, some people tell me, you just sick you
ain’t fittin’ to do this. And it's like, I can get down
on myself. Like …you know, stuff like thatparticipant 5
• The reason I don't tell, because when I get back to
school, um, they'll be looking at me, but, you
know, I thought you was, they, they say you was
going to die, you died. And they brought you back
alive and all of that. - participant 23
• My wife's mother [said]there's a lot of people that
got sickle cell that go to work. And then blah blah
this. So, I said well my body ain't that. participant 28
• … I had to cope differently and things, you know,
do for me. You have to change everything thing. participant 6
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biological factors of SCD,
before a crisis, during a crisis
and measures taken to alleviate
the symptoms of a crisis
Self- Care Practices•
•
•

Ability to selfmanage pain
episodes

Medical Treatment

• And I had to learn who I was, and I had to learn
how to handle sickle-cell instead of keeping in
sickle cell handling me, I had to get a handle on it
and I had to learn, yeah- participant 11
• I changed my diet; I drank a lot of water. participant 25
I'm not stressing and not putting any strain on my
body or anything like that- participant 5
If I know that this is gonna cause me more pain
than I'm already in, I don't do that. - participant
11
Well, when I work out, like I said, if I don't work
out, it don't feel as bad. It make it seem like I was
going through less crisis. When I was working
out. You get what I'm saying- participant 28
• When I have that pain, I lay in my bed, take my
medicine and uh, might fall asleep in less than
30 minutes and when I get up the pain will ease
down so I get my stuff done.-participant 7
• I just treat the pain, warm therapies. Uh, when I
was younger, I would exercise and use
medication-participant 13
• How I cope just sometimes I get in hot water
until my medicine get to functioning. participant 22
• I take pain pills. [codeine], that's what they
prescribed me with. - participant 12
• No, not really basically my medicine [and] I go
to the hospital to help me with my disease. participant 22
• I lay down sometimes I use the heating pad,
…but it's been times that, that none of the
medicines don't work. So that's why I end up in
the hospital. - participant 23

Table IV. Psychological Factors
Themes
Psychological Coping
Mechanisms- the strategies
used by participants to cope
with the psychological
factors associated with SCD

Subthemes
Positive/Helpful Coping
Strategies

•
•

•
Negative/Harmful
Coping Strategies
Positive Thinking

•
•

Illustrative Quotes
Having fun and not trying to think about it. participant 5
Get out more and be more socialable, not stay at
home as much and like… reading is a good
thing. Playing games and different stuff. You
know, I love cooking on a grill or something like
that. - participant 6
Like I may get on the games, you know, talk to a
friend get my dog and to let him go outside in the
backyard and play with my dog, - participant 27
I drink beer. I smoke cigarettes. They help ease
my mind off of it. -participant 31
I always try to be positive. when it comes to that
because I look at it as it could be worse. participant 1
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•

•

Types of Negative
Emotional Responsessummary of the different
emotional responses
mentioned by participants

Negative Emotional
Response- anxiety

•
•
•

Negative Emotional
Responses- feeling
down/depressed

•
•
•

Negative Emotional
Responses- frustration

•
•
•

Negative Emotional
Responses- lack of
sleep/oversleeping

•
•
•

Negative Emotional
Responses-lack of
appetite/overeating

•
•
•

Negative Emotional
Responses- withdrawal

•

… anything you believe you can achieve and the
only way you're going to achieve it is you've got
to work at it. And as we all know, practice makes
perfect. - participant 11
I try not to stress or be depressed or not be in my
feelings. I try to live my life and enjoy my kids
while they're here. - participant 33
…and like, just worrying about my pain and stuff
like that, I guess that’s where the anxiety comes
in.- participant 5
Yeah, sometimes I do feel lower than other days,
but I have a lot of anxiety, so that’s what she’s
working with me on, anxiety. – participant 14
…if they leave and they [doctors or physicians]
don’t tell me what it’ll take like two days for me
to get back, because I’d be worried about what
they had told me or whatever- participant 23
I feel depressed when I can't control myself. participant 2
I told him that I'd be depressed all the time and I
had crying spells. - participant 6
I mean the only thing I be getting depressed
about is like, … when a lot of people out …
doing stuff, and I'm stuck in a hospital for
weeks.- participant 21
I don’t like pain, I can't stand pain. - participant
7
It’s an evil thing I wouldn't wish it on my worst
enemy. - participant 8
…not being able to fully experience or enjoy,
something fully because your body won't let you
or, you know, it came into a crisis. - participant
16
I get rest though. but I have struggled with that
for a while at nighttime- participant 6
Yes. Yes. Yes. I had difficulties sleeping because
of pain and I feel depressed about things I can't
really do for myself. - participant 22
Everybody else will be asleep and I'll be up here
walking through the house finding something to
chew on. - participant 28
And usually when I get in crisis, I usually
overeat cause I'm mad cause I can't do what I
want to do. - participant 2
… I can only eat so much then I have to stopparticipant 19
Uh, poor appetite. I'm poor at eating, I guess
like, today I didn't eat like a regular meal. participant 28
But when it hit me hard enough. Yes. And then I
be in my room with my door closed. - participant
7
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•
•
Negative Emotional
Responses- suicidal
ideations/fear of death

•

•

Sometimes you get real emotional that you just
want to be by yourself and cry and you know. participant 23
Not wanting to be around someone? a month or
sometimes it could just be like a day or so I
mean to be by myself. - participant 26
In February when I had the crisis in both of my
bones, I wanted to die cause it hurt so bad. It
was like I couldn't walk and I went to the
hospital. They didn't do well They gave me
something for pain that it soothes it, but it came
right back. - participant 3
I had suicidal thoughts before, it can be pretty
unmanageable like just crying and pleading, participant 16

Table V. Social Factors
Themes
Beliefs about Religion- the
various perspectives and
viewpoints surrounding
religion

Subthemes
Negative Beliefs
about Religion

•

•

•
Positive Beliefs
about Religion

•
•
•

Religious Affiliation

•

•
•

Specific Religious
Beliefs

•

•

Illustrative Quotes
I don't think I'd be comfortable opening up to
someone at church cause it's, some church people
are, they hypocrites and I don't want nobody to
judge me…-participant 3
I believe in the Lord and everything, Jesus Christ
and stuff, but you know, a lot of things that don't
believe because it's a lot of stuff in the church
that's kinda messed up now- participant 10
… people use religion to hurt other folks…. participant 28
When I go to church, I'm happier. - participant 2
I would have to go back to church most of the time
because depression is just a troublesome thing. participant 6
Yes, ma'am if it helps…help me with my
depression.
- participant 10
Well I'm a Baptist I do believe in God and I am
also an usher and now church, I'm what you
would call a gatekeeper. I do whatever needs to be
done. - participant 8
I'm a Jehovah's witness. - participant 9
I believe in Jesus Christ, he died for our sins and
he raised from the dead on third day. I grew up on
that. I can say I have my own personal
experiences, that’s why I believe.
- participant
26
But I think through prayer and people praying for
me having my own personal relationship with
God, and that helps me a whole lot. - participant
25
Well, with my religious community, I have, I have
people that will come and pray with me, Come to
the hospital. They're not only just praying they'll
call and make sure I have everything that I need
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•
Religious Practices

•

•
•
Spiritual Practices

•
•
•

Types of Social Supportforms of social support stated
by participants during the
interviews

Community Support

•
•
•

Familial Support

•
•

•

or they'll just come and sit with me or … they'll
bring food and stuff like that. - participant 26
I think Religion has a connection with all, well
everything you do actually. Most of it for me is
how I think.
- participant 35
Religion plays into my life. but most definitely, we
do go, attend church, you know, at least once a
month cause you have to go back home for the
family church and do the dinner at my
grandmother's house. strong believer in prayer. participant 1
I go to church and I pray with my grandma and
stuff like that. - participant 5
We go sometimes go door to door, talking about
God. Uh, we set up tent and everything on certain
days and people, come by- participant 23
Praying helps control my emotions sometimes
when I'm in a crisis. - participant 2
I go back to the bible some days [it] helps me
understand about these things and what not and
helped me cope with it. - participant 6
When I be in pain, I'd be praying for better days,
then God give me the strength to do what I want to
do when I can do it. - participant 12
Oh, they usually get a prayer line goingparticipant 2
…one of my spiritual sisters checking on me. I
mean I have others that'll call and check on me
too. So that makes me feel good. - participant 9
I say that because with the pastor, well not just the
pastor but different people in the church, you
know? And they can tell you like different
scriptures to read, you know, for this and this and
this you can read them and it happens. Cause I've
found that the book of Deuteronomy is like a good
friend of mine, now- participant 11
Family, encouragement, it does make everything
brighter- participant 1
Some of them, some people, when I say they are
me, my little surrounding which includes My
mama, my father, my daughter, my cousin and my
aunt [support group]- participant 8
It’s just a handful of people. Of course, that knows
that I have sickle cell. They are, um, encouragers.
I have an aunt that's very strong in her faith and
she encourages me a lot… My mom, of course she,
encourages me. my kids, they encourage me and if
I need to, I can reach out to the church for more
spiritual guidance...- participant 14
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Implications of SCD
Implications of SCD provide insight into the impact SCD has on the participant’s life.
This theme was comprised of three different subthemes: Impact on Daily Living, Physical
Implications, and Treatment from Others. Most participants stated the physical pain experienced
because of SCD. One participant described it as “A lot of pain. And sometimes you don't want to
be bothered. And sometimes you don’t feel like getting out of the bed, cause you hurtin’ ”
(participant 7); Others talked about the physical toll SCD has on their day to day lives: “I have
nausea, diarrhea, chills…”( participant 9) and “Only things I experience was that I always
heard that, when you get in your thirties, you have one of the worst pain crises” (participant 28).
Furthermore, participants talked about how they are treated by others in their everyday life
because of their SCD, “…the reason I don't tell, because when I get back to school, um, they'll
be looking at me, but, you know, I thought you was, they, they say you was going to die, you died.
And they brought you back alive and all of that” (participant 23).
Physical Coping Mechanisms
Physical Coping Mechanisms describe the strategies used by participants to prevent and
manage the biological factors of SCD, before a crisis, during a crisis and measures taken to
alleviate the symptoms of a crisis. This theme included 4 different subthemes: Lifestyle Changes,
Self-Care Practices, Ability to Self-Manage Pain Episodes, and Medical Treatment. Throughout
their lives, participants had to learn how best to adapt their lives and take care of themselves to
prevent a crisis, as best as they can. One participant expressed this as, “And I had to learn who I
was and I had to learn how to handle sickle-cell instead of sickle cell handling me, I had to get a
handle on it and I had to learn, yeah (participant 11). Another participant mentioned how they
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try to prevent a crisis, “I'm not stressing and not putting any strain on my body or
anything like that” (participant 5). Participants also discussed how they manage their crisis at
home before the pain is too intense, “How I cope just sometimes I get in hot water until my
medicine get to functioning” (participant 22). Participants tend to take medication or go to the
hospital to cope with biological factors once it surpasses their pain threshold. This participant
talked about their method of coping as, “I take pain pills. [codeine], that's what they prescribed
me with” (participant 12).
Types of Negative Emotional Responses
Types of Negative Emotional Responses is a listing of the different emotional responses
mentioned by participants. Some responses were explicitly stated, others were implicit in nature.
Responses also provided descriptions of depressive symptoms experienced by those with SCD.
This theme is comprised of 7 prominent subthemes. The type of Negative Emotional Responses
that emerged as subthemes were anxiety, feeling down/depressed, frustration, lack of
appetite/overeating, lack of sleep/oversleeping, suicidal ideations/fear of death, and withdrawal.
One participant mentioned anxiety, “Yeah. Sometimes I do feel lower than other days, but I have
a lot of anxiety, so that's what she's working with me on, anxiety” (participant 14). When talking
about being depressed, a participant said: “I told him [the doctor] that I'd be depressed all the
time and I had crying spells” (participant 6). Frustration is exhibited through phrases such as
“…not being able to fully experience or enjoy, something fully because your body won't let you
or, you know, it came into a crisis” (participant 16). This phrase highlighted the frustration
experienced in not being able to enjoy experiences because of the symptoms of SCD. A
participant describes their time pulling away or withdrawing from others, “Not wanting to be
around someone? a month or sometimes it could just be like a day or so, I mean to be by myself”
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(participant 26). Additionally, a participant described the circumstances around suicidal
ideations: “I had suicidal thoughts before, it can be pretty unmanageable like just crying and
pleading,” (participant 16). The participant wanted some type of relief from the pain
experienced physically and psychologically.
Psychological Coping Mechanisms
Psychological Coping Mechanisms denote the strategies used by participants to cope with
the psychological factors associated with SCD. This theme had three subthemes: Positive
/Helpful Coping Strategies, Negative/ Harmful Coping Strategies, and Positive Thinking. Coping
strategies, Positive/ Helpful and Negative/Harmful, were strategies participants use to take their
mind off of their psychological state or emotional responses, many of which were mentioned
previously. Coping Strategies were identified as Positive/Helpful if they were harmless, while
strategies that had the possibility of having a Negative/ Harmful impact on the participant’s
health fell under Negative/ Harmful. In consecutive order examples of this were, “Having fun
and not trying to think about it” (participant 5) and “I drink beer. I smoke cigarettes. They help
ease my mind off of it” (participant 31). Positive thinking was often a method used by
participants to distract from the psychological and physical effects of SCD and view their
circumstances in a better light. For instance, “I always try to be positive. when it comes to that,
because I look at it as it could be worse” (participant 1).
Beliefs about Religion
Beliefs about Religion describe the various perspectives and viewpoints surrounding
religion. Six subthemes were identified: Negative Beliefs about Religion, Positive Beliefs about
Religion, Religious Affiliation, Specific Religious Beliefs, Religious Practices, Spiritual
Practices. Beliefs centered on the positive reasons and reasons of being reluctant to use
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religiosity to cope and its effect on the daily lives of participants with SCD. Negative
beliefs surrounding religion, tend to be reasons participants were not opened to using religiosity
to cope with depressive symptoms. Conversely, Positive beliefs about religion/ religiosity tend to
be the reasons participants did or were opened to utilizing religiosity as a coping strategy. As a
negative belief, a participant stated, “I don't think I'd be comfortable opening up to someone at
church cause it's, some church people are, they hypocrites and I don't want nobody to judge me”
(participant 3). Some participants had positive beliefs about religion. When asked if they would
be open using religiosity to cope, they said, “Yes ma'am if it helps, help me with my depression”
(participant 10). When talking about religiosity, participants also talked about their religious
affiliation. A participant said, “I believe in Jesus Christ, he died for our sins and he raised from
the dead on third day. I grew up on that. I can say I have my own personal experiences, that’s
why I believe” (participant 26). Other participants trust those that they go to church with. A
participant described how they use religiosity to cope with symptoms which was an addition to
the specific religious beliefs. For instance, “Well, with my religious community… they're not only
just praying they'll call and make sure I have everything that I need, or they'll just come and sit
with me or … they'll bring food and stuff like that” (participant 26). Spiritual practices
encompass activities that are done alone, that allows the participant to feel connected to a higher
power, “I go back to the bible some days [it] helps me understand about these things and what
not and helped me cope with it” (participant 6).
Types of Social Support
Types of Social Support reflects the two forms of social support stated by participants
during the interviews. The two subthemes, types of support were: Familial Support and
Community Support. Most participants trusted and leaned on their family for various forms of
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support, “Some of them, some people, when I say they are me, my little surrounding which
includes My mama, my father, my daughter, my cousin and my aunt [support group]”
(participant 8). Those that acknowledged people outside of their family for support, were
assigned the subtheme Community Support. For example, “…one of my spiritual sisters
checking on me. I mean I have others that'll call and check on me too. So that makes me feel
good” (participant 9).

Depressive Symptoms in SCD
Among the 30 participants, 2 (6.7%) acknowledged having little or no interest or pleasure
in doing things, 14 (46.7%) stated they have experienced depression or felt down, 12 (40.0%)
participants experience trouble falling asleep or oversleeping, 8 (2.7%) participants mentioned
feeling tired or having little energy, 7 (2.3%) have poor appetite or overeating habits, 2 (6.7%)
participants were found to feel bad about themselves, while 4 (1.3%) talked about having trouble
concentrating on things. Four participants had not experienced any depressive symptoms. The
depressive symptom expressed least was having or little or no pleasure in doing things. The
most-reported depressive symptom was having an episode of depression in the past or feeling
down. Outside of the depressive symptoms used in the PHQ-8, participants used phrases such as:
crying spells, anxiety, suicidal thoughts, crying/pleading with God; and expressed experiences of
self-isolation, self-hate, agitation, and self-pity.

Coping Strategies for Depression in SCD
Of all the coping strategies mentioned socializing with others (family or friends) and
focusing on the positive seemed most frequent. Other coping strategies mentioned were going to
a therapist, sharing with a prayer line, various self-care practices, and ameliorating physical
symptoms of SCD.
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Religiosity
The majority of the participants were Christian (Protestant) (86.7%). Three (10.0%)
participants stated that they were not religious or decided to end the interview at the start of the
religiosity section. Christian Protestant encompasses participants who claimed they were
Baptist, African Methodist Episcopalian, Seventh Day Adventist, Pentecostal or Believed in
God. One (3.3%) other person identified as a Jehovah’s Witness. Of the participants, 60.0%
stated that they were open to or already using religiosity to cope with depressive symptoms,
20.0% stated they have not and would not be opened to using religiosity as a coping strategy.
Approximately 20.0% of participants did not complete the religiosity section of the interview or
stated that they were not religious.
Among the participants who were opened to using religiosity, 61.1% were already using
religiosity to cope with their depressive symptoms. Approximately 38.9% of participants have
not used religiosity as a coping strategy for depressive symptoms at the time of the interview but
were opened to using religiosity in the future. Among participants who already use religiosity,
the coping strategies used for religion mentioned were seeking counsel from pastors/ministers,
turning to their church community to provide scripture as encouragement, turning to their church
community for prayer, and notifying their church community when depressive symptoms are
experienced to add to a prayer line.
Instead of the themes, subthemes were used to describe the components of the themes
that correspond to each factor of The Biopsychosocial Framework. Figure 6 illustrates the
interactions of the subthemes that contribute to the overall health of African American adults
with SCD. The subthemes Impact on Daily Living, Physical Implications, Ability to SelfManage Pain Episodes, Self-Care Practices, and Lifestyle Changes were categorized as
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Biological factors. These subthemes contribute to or are a result of the physical aspects of
having SCD. Subthemes such as Negative/Harmful Coping Strategies, Positive Thinking,
Suicidal Ideations/Fear of Death, Lack of Appetite/Overeating, Lack of Sleep/Oversleeping,
Frustration and Anxiety all correspond to the emotional or mental health aspects of African
American adults with SCD. The following subthemes contribute to the Social factors
contributing to the overall health of African American adults with SCD: Negative Beliefs about
Religion, Positive Beliefs about Religion, Religious Practices, Familial Support, Religious
Affiliation, Specific Religious Beliefs, Community Support, Spiritual Practices. These
subthemes are all influenced by those surrounding the participants. The interaction of Social
factors and Biological factors expressed the Treatment from Others' subtheme. The interaction of
Social factors and Psychological factors reflected the Withdrawal (avoiding Social Factors) and
Positive/Helpful Coping Strategies subthemes. Medical Treatment and Feeling Down/Depressed
are subthemes that exemplify the overlap of Biological and Psychological factors. The
subthemes provide information about the specific measures under each construct as it relates to
African Americans with SCD.
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Figure 6. Interactions of factors experienced by African Americans with SCD using the Biopsychosocial
Framework
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The Determinants of Religious Behavior Model consists of five categories that influence
religious behavior. All categories of The Determinants of Religious Behavior Model were also
seen as the subthemes in the Social Factors of the Biopsychosocial Framework (refer to Figure
7). Findings were described through the lens of The Determinants of Religious Behavior Model
to understand the social aspects of religion, namely the social support that religiosity provides. In
this study, religious behavior consists of participant disclosure of depressive symptoms
experienced to those in their religious community as a method of receiving social support.
Religious socialization is present in the fact that all participants were residents of the state of
Georgia. Living in Georgia signifies that the participant is located in the “Bible belt” region,
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where it is common for religion to be considered important (McDowell & South, 2017).
The personal community relationships construct was illustrated in the subthemes, Familial
Support, and Community Support. These subthemes signify the people around the participants
that help them through difficulties experienced because of their Biological and or Psychological
Factors. The demographic characteristics are established. as to participate in the study they had
to identify as African American and be above the age of 18. The religious commitment construct
was explained by the participant in explaining their religious practices, specific religious beliefs,
and spiritual practices. Through these subthemes, participants were able to communicate how
they relate to religion and what role it plays in their life. The religious belief construct was
expressed through the specific religious beliefs, positive beliefs about religion, and negative
beliefs about religion. Understanding these categories and their interactions propels the
understanding of the likelihood of the participant using religiosity as a religious behavior.
Figure 7. Subthemes addressing the constructs of the Determinants of Religious Behavior Model
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CHAPTER FIVE
DISCUSSION AND CONCLUSIONS
This study had three research objectives: (1) To identify depressive symptoms among
African American adults with SCD; (2) To identify preferred strategies used to cope with
depressive symptoms among African American adults with SCD; and (3) To explore perceptions
of using religiosity as a coping mechanism for depressive symptoms among African American
adults with SCD, who self-identify as being religious.
The Biopsychosocial Framework was used to structure the interview questions. It was
foundational in understanding how biological, psychological, and social factors all contribute to
the overall health of African Americans with SCD. Within the social factors, it was imperative to
highlight the use of the social aspects of religion, as a means of social support for this
population. To better understand the elements that lead to the use of religiosity, the Determinant
of Religious Behavior Model was utilized.
The Determinants of Religious Behavior Model was used to guide the religiosity aspect
of this study. The Determinants of Religious Behavior Model was initially created to test the
various factors that influence religious behaviors amongst Latter-day Saints (Cornwall, 1989).
This theory was used in this study to understand whether African American adults with SCD are
likely to perform the religious behavior. The Determinants of Religious Behavior Model is a
theory that was originally meant for individuals of the same denomination, who would have
similar factors that influence religious behavior. In this study, participants were from different
denominations and had different beliefs from Latter-day Saints, yet it still provided insight as to
what factors influence the use of religiosity as a coping strategy.
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In general, for participants of the current study, when one construct was less present,
another construct needed to be increased to ensure the religious behavior was completed.
Religious Commitment was exemplified within the different subthemes, Religious Practices,
Specific Religious Beliefs, and Spiritual Practices. The Religious Beliefs construct was
expressed through the Specific Religious Beliefs’ subtheme along with the Negative Beliefs about
Religion and Positive Beliefs about Religion. The Religious Belief construct is influenced by
Religious Commitment and had a direct influence on participants disclosing their depressive
symptoms to their religious community (the religious behavior).
Personal Community Relationships were expressed through the Community Support and
the Familial Support subthemes. Religious Socialization was expressed through the fact that
participants had to live in Georgia, which is part of the “Bible belt” also expressed through the
subtheme Religious Affiliation. The Religious Affiliation subtheme captured the denominations
mentioned during the interview process when participants discussed how their religious practices
impacted their beliefs.
Religiosity would be the participants disclosing their depressive symptoms to those in
their community and having community members support them. This religious behavior being
performed would represent the interaction of the Psychological factors and Social factors,
therefore providing a Positive/ Helpful coping strategy for the African American with SCD.
Participants who were already performing the religious behavior expressed the presence of all of
the aforementioned constructs. Some participants exhibited all of the constructs, yet due to
negative beliefs about religion, were not open to using religiosity as a coping strategy for their
depressive symptoms. The results suggest that these beliefs can be positive or negative and
provide specific beliefs that can be used in a quantitative measure for future research. Some
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participants already used religiosity to cope with their physical symptoms but had not
recognized the need to use religiosity to cope with their depressive symptoms. In the end, the
Determinants of Religious Behavior Model proved purposeful to better understand the elements
that contribute to the use of the social aspects of religion being used as a coping mechanism for
depressive symptoms experienced.
Biological Factors
When describing the Biological factors participants talked predominantly about
symptoms experienced. Despite efforts to word questions using the phrase “pain episodes”, most
participants still used the phrase “pain crisis”. It is important to note that during interviews some
participants were experiencing pain episodes, concurrently. Because participants were
experiencing the pain episode at the moment, they were able to discuss in detail physical
symptoms and coping strategies along with depressive symptoms and coping strategies. This also
could have had an effect on the comfortability of the participant and in some cases made the
participant more irritable, reluctant to provide detail, to shorten the interview.
It is also important to acknowledge that there were a few instances in which participants
stated that having SCD did not have an impact on their daily life. This point suggests that while
individuals with SCD have similar experiences, many factors contribute to the effect SCD has on
the individual.
Depressive Symptoms in Individuals with Sickle Cell Disease
According to the interview responses, while some participants demonstrated knowledge
in recognizing depressive symptoms, most may not recognize that they are experiencing
depressive symptoms. For example, to better understand depressive symptoms experienced,
participants were asked whether or not they had experienced symptoms such as having little or
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no interest or pleasure in doing things, feeling down/depressed, trouble falling asleep/
oversleeping, feeling tired, or having little energy, having poor appetite/overeating, feeling bad
about themselves, having trouble concentrating on things, or feelings of restlessness. Some
participants reported not experiencing any symptoms of depression, but when probed, mentioned
depressive symptoms from the list that they had either experienced at the time of the interview or
in the past. These findings are of importance to the identification of depressive symptoms by
African Americans with SCD because they reveal, lack of recognition of depressive symptoms,
by individuals experiencing symptoms. Therefore, there is a need to educate African Americans
with SCD and their community in understanding depressive symptoms and what it looks like in
this population.
Past studies have cited that psychological factors that impact an individual’s SCD include
anxiety, depression, social withdrawal, aggression, and poor relationships (Treiber et al,
1987; Evans et al, 1988; Armstrong et al, 1993; Brown et al, 1993). The findings of the past
studies are consistent with the current study as similar negative emotional responses were
expressed by participants when discussing depressive symptoms or psychological factors.
Likewise, a systematic review also found the following psychological implications of SCD:
anxiety, stigma, strained economic situation, increased hospitalization, somatic complaints
(Quasie-Woode, Cunningham-Erves & Mayo-Gamble, 2020). These implications were also
found to be experienced by some participants, namely, anxiety being mentioned by participants
the most.
Depressive Symptoms described by participants that were not in the literature were
feelings of: worry, lack of appetite, emotional toll, overwhelmed, cognitive difficulty, negative
thoughts, bottled emotions, easily angered, difficulty in sleeping, loneliness, suicidal ideations,
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self-isolation, and agitation. These emotions were summarized as negative emotional
responses: anxiety, feeling down/depressed, frustration, lack of sleeping/oversleeping, lack of
appetite/overeating, and withdrawal. Being aware of how this population experiences depressive
symptoms is vital to leaders of health ministries in interacting with African Americans with
SCD. When these symptoms are recognized, leaders can recommend coping strategies, to
alleviate depressive symptoms being experienced.
Coping with depressive symptoms
The current findings show similarities in coping strategies for both self-management and
chronic pain. Literature states that psychological coping strategies include positive psychology,
spirituality, cognitive behavioral therapy, and emotional regulation (Quasie-Woode,
Cunningham-Erves, Mayo-Gamble, 2020; Anim et al. 2016; Bhatt-Poulose et al. 2016; Ohaeri et
al. 1995; Aloba and Eyiolawi 2020; Prussien et al. 2018; Harrison et al. 2005). These strategies
were suggested for coping with the pain of SCD rather than the depressive symptoms
experienced (Anim et al. 2016; Bhatt-Poulose et al. 2016; Ohaeri et al. 1995; Aloba and
Eyiolawi 2020; Prussien et al. 2018; Harrison et al. 2005). Harrison et al. (2005) suggested that
spirituality could be used for pain and all symptoms of SCD. This study focused on the coping
strategies specifically for the depressive symptoms, experienced by African American adults
with SCD, rather than all symptoms.
While most participants expressed using socializing with their community members or
focusing on positive aspects to cope with depressive symptoms. In addition to the coping
strategies, two participants mentioned that this study mentioned seeking medical treatment for
depressive symptoms, one saw a therapist regularly and the other took medication. These
participants spoke about past episodes of depression in which they were referred to a medical
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professional or prescribed medicine. Both participants found these methods helpful in coping
with the depressive symptoms they experienced. Medical treatment as a coping strategy may be
due to the fact that their providers/community members were able to identify coping strategies
and providers who spoke to them about their options, compared to others who might have not
had those options to even know to use them. The concept of African Americans’ using
medication to cope with depressive symptoms has not been widely accepted due to the perceived
fear of the side effects within the African American community, hence the nonadherence
(Shiyanbola, Brown, & Ward, 2018).
Currently, the literature discusses how participants cope with the physical symptoms of
SCD (Hildenbrand et al., 2014; Clayton-Jones and Haglund, 2015; Clayton-Jones, Haglund,
Belknap, Schaefer, and Thompson, 2016) and only a few studies focus on how participants cope
with depressive symptoms, specifically. Being aware and coping well with depressive symptoms
is pertinent to ensuring African American adults with SCD have a high quality of life (Gladis,
Gosch, Dishuk & Crits-Christoph, 1999; Sehlo, 2015; Imhonde, 2013). As previously mentioned,
depressive symptoms for African Americans with SCD, lead to frequent pain episodes, which
exacerbates the difficulty in managing the symptoms of SCD (Jonassaint, Jones, Leong, Frierson,
2016; Asnani et al., 2010; Laurence, George, and Woods, 2006; Ola, Yates, and Dyson., 2016,
Edwards, 2005; Wallen et al., 2014; Wilson Schaeffer et.al., 1999).
Social Support
There is a strong familial and community social support bond among African Americans
(Lawrence et al., 2019). Social support includes adequate support from the individual’s medical
community, including relationships with nurse practitioners, physicians, social workers, and
primary care physicians (Lawrence et al., 2019) In the current study, many interview participants
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commented on how their church community or religious activities provided support in various
ways to help them cope with their depressive symptoms. Social support networks in these
communities have identified finances as a cause of depression and therefore extended their
support to help individuals financially. For example, one participant discussed how she had been
having a hard time financially and how her community supported her similar to previous studies
(Chai et al., 2018; Abu Bakae, Weatherley, Omar, Abdullah & Mohamad Aun, 2014). Results
also aligned with a study by Webb, Charbonneau, McCann & Gayle (2011) that found that
religious social support was associated with better recovery from serious mental illness. Social
support would also include adequate support from the individual’s medical community,
including relationships with nurse practitioners, physicians, social workers, and primary care
physicians (Lawrence et al., 2019).
Target Audience
As previously stated, many different facets of those who interact with African Americans
with SCD could benefit from the results of this study, however, leaders of health ministries
should be the target audience for the results. Leaders of health ministries could provide the social
support needed. Results can inform leaders of depressive symptoms experienced and how to
cope with depressive symptoms, specifically. Leaders would benefit from understanding how
individuals cope both individually and with community members. To communicate the results,
instead of using the term religiosity, faith should be used. Faith may be better received by
community members and still encompasses religious (community-based) and spiritual
(individual-based) practices. Health ministry leaders should ensure that constructs are discussed
and strengthened in hopes that African Americans with SCD in the group would feel comfortable
disclosing the depressive symptoms experienced.
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Religiosity is subjective
Religiosity is a sensitive topic and can be uncomfortable to ask about and also difficult to
answer questions about since it is largely based on faith and feelings and it can be hard to put
into words. Religiosity involves personal beliefs and institutional beliefs, traditions, and
doctrines (corporate worship, community, and outward connection) (Adegbola, 2011). Often
when the religiosity section was brought up during the interview there was a noticeable change
in voice and the flow in which answers were delivered.
Some participants already used aspects of religiosity to cope with symptoms of sickle cell
disease. Participants used the social aspects of religion to cope with depressive symptoms by
talking to their pastor, asking their fellow church members for Bible verses for encouragement,
calling into a prayer line, asking others to pray for them while at church. Yoon and colleagues
(2018) found that participants who used religiosity were able to find comfort and strength in their
faith, as suggested by the items of the faith domain (Yoon et al., 2018). They also found that
having a religious affiliation would increase an individual's participation in individual spiritual
activities and would thus enhance the individual’s spiritual well-being.
Spirituality
During interviews, participants brought up using aspects of spirituality to cope with their
depressive symptoms and as a way of coping with both Biological factors and Psychological
factors. Spirituality is different from religiosity in that spirituality is connecting oneself to a
higher being while religiosity includes social support, without the need for institutional beliefs
(Adegbola, 2011). Some participants said that while experiencing depressive symptoms they
listen to religious music alone, pray alone or spend time reading the Bible alone (spiritual, not
religious). It is important to highlight that the use of religiosity, is not recommended as a formal
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coping strategy. It is a step in the direction of receiving the medical treatment needed for
depressive symptoms experienced, especially in medically underserved areas. As previously
mentioned, medically underserved areas lack mental health services, due to limited time
availability, long travel distances to health care facilities, or stigmatization (Fortney et al., 1991;
Takeuchie et al., 1998; Bird et al., 1998).
Notably, being from a medically underserved area or population was not mentioned by
participants. Lack of access to mental health services was also not mentioned by any participants.
Informal support was brought up more often and should be taken into consideration along with
the preferences of the population when recommending mental health services.
Preferences of the Population
Religiosity was used as a coping strategy since it is often built into African American
Culture. Some participants referenced, going to church than going to grandma’s or going to
church with the family. Initially, the notion of using religiosity was proposed to meet the need
for social support that was congruent with that used in the African American population as well
as it is already used to cope with the physical pain experienced by individuals with SCD. While
this may be true for some individuals with SCD, the idea of family and some close friends was
more so the social support utilized by this population. This was a similar finding to that of
Lawrence et al., 2019. Conversely, in some cases family was seen as the source of discriminating
remarks. This was captured in the Treatment from Others subtheme. This was often the
interaction of Social factors and Biological factors in which family members of the participants
questioned or said hurtful things to the participant, undermining their physical symptoms due to
SCD.
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The fact that 60% of participants were open to using religiosity and 38.9% were not using
it, but are open to using it in the future, could be a good reason to recommend religiosity as a
step in the direction of acknowledging depressive symptoms and as a coping strategy. Interviews
support the use of religiosity, gestures made by their community to support them, and also what
more could be done for their community to better support them.
Amongst participants, religiosity seemed to trigger discomfort. The term faith should be
used when communicating results to community members and leaders of health ministries.
Religiosity is often used in literature to describe the use of individual values, beliefs, practices,
and rituals related to faith (da Silva et al., 2018; Pargrelament, 1997); a major source of
emotional and practical support in that it integrates individuals into the community through
church activities and provides additional opportunities for friendship formation (George, Larson,
Koenig & McCullough, 2000). However, community members seemed to associate religiosity
with rules surrounding their religion and a few participants even related religiosity to the
negativity surrounding pastors in the media. Leaders of health ministries may prefer faith which
is a synonym for spirituality and/or religiousness (Harris, Howell & Spurgeon, 2018). Faith may
be better received by community members and health ministry leaders. Terminology and tailored
messages are particularly important in public health and health communication, the study and use
of communication strategies to inform and influence individual and community decisions that
enhance health (Center for Disease Control and Prevention, 2011).
Public Health Implications
Public health professionals have a role in maintaining and improving the health of the
population. The results of this study fill the gap in the literature of how African Americans with
SCD cope with depressive symptoms experienced. Results from the study elucidate the coping
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strategies and specific beliefs on religion. This has been studied with other chronic illnesses
(that also experience pain) but has not been done qualitatively, specifically with African
Americans with SCD. Results can be used to inform interventions focusing on SCD. Results are
useful to serve as a bridge between the patient and the provider. Individuals who are caregivers,
community leaders, family members, part of community-based organizations, religious leaders,
and within social circles of African Americans with SCD would benefit from customized
interventions.
Customized interventions would include modules or discussions surrounding depressive
symptoms and how to cope when experiencing these symptoms. Module and discussions can
center on how intervention participants experience depressive symptoms and coping strategies
but can also include results from this study. A segment of the coping discussion can also
highlight religiosity as a means to coping. For instance, participants mentioned feeling supported
by their community with a prayer line, members of religious communities making hospital visits,
sharing encouraging scripture with African American adults with SCD. Based on participants’
reactions to religiosity, the term faith may be more appropriate when communicating with
community members of this particular population.
Community Health Implications
Community-building initiatives such as support groups with other African Americans
with SCD and communities through social media platforms may help decrease stigma (Wesley,
Zhao, Carroll, & Porter, 2016). Interventions can also use technology to enhance these initiatives
and allow individuals to acknowledge, recognize, and validate feelings (Wesley, Zhao Carroll &
Porter, 2016). Having support groups has the potential to make talking about depressive
symptoms easier, amongst adults with SCD, as described above. Interventions could also include
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modules on depressive symptoms and examples of how to cope incorporated into
information days and conferences. In these modules, it would be essential to highlight the
importance of social support, familial or community-based, along with informal and formal
recommendations of using religiosity and or mental health services offered near the participants.
Recommendations for Intervention
Incorporating screening and assessment tools into clinical practice can help identify
patients who will benefit from cognitive behavioral or pharmacologic therapies to improve daily
function and identify any services for which the patients may need. Adequate management of the
aforementioned comorbidities can contribute to reducing biological symptoms and improving
adherence to treatment recommendations. However, the literature suggests that providers do not
feel comfortable broaching the topic of religion to participants (Ellis, Vinson, Ewingman, 1999).
Therefore, training should be provided to providers, to meet the preference of their patients to
improve the patient’s mental health and overall health. The training should equip providers with
the tools to engage the participant in conversation pertaining to their religion and how it could
provide informal support.
In addition, the provider could refer to an interdisciplinary team to work with African
American adults with SCD. This team should be set in place to ensure physical and
psychological needs are addressed for adults with SCD. Mental health professionals also play an
important role to ensure the psychological aspects are addressed in all aspects of treatment
(Boulet, Yanni, Creary & Olney, 2010; Wilson & Stock, 2019). Mental health professionals
could also include accurate, culturally appropriate flyers and posters describing depressive
symptoms, and Positive/Helpful coming strategies in clinic waiting rooms. Information referring
to nearby mental health service resources including faith-based organizations/health ministries
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within proximity of the clinic could help normalize discussion around depressive
symptoms and the coping strategies. Social marketing materials should include the term faith,
rather than religious to reduce apprehension from this population.
SCD and depressive symptoms have a bidirectional relationship (Jonassaint, Jones,
Leong, Frierson, 2016; Asnani et al., 2010; Laurence, George, and Woods, 2006; Ola, Yates, and
Dyson., 2016, Edwards, 2005; Wallen et al., 2014; Wilson Schaeffer et.al., 1999), but there are
other reasons for depressive symptoms such as a hard time finding work, financial hardship, not
being able to provide support to kids and family because of how unpredictable the crisis is, not
being able to do what other children are doing, being the only one in the family with and feeling
“unlucky’ because other family members have sickle cell trait while they have sickle cell
disease. Additionally, outside of the traditional PHQ-8 questions may be needed, because those
that reported having suicidal thoughts stated that they did not express it to medical providers at
the time for fear of looking “crazy”. This is similar to results found by Alvidrez and colleagues
(2008), stating that African Americans perceive any type of mental health condition to be
shameful and was associated with being “crazy”. Health ministry leaders can be trained on how
to recognize these depressive symptoms and be provided resources and tools to help African
Americans with SCD. Leaders can initially be trained through the CORES program (Jones et al.,
2015), which trains community leaders and members in recognizing depressive symptoms. Next,
leaders can be trained using results from this study to understand how African Americans with
SCD express depressive symptoms, but also be aware of positive coping strategies used to
recommend in addition to mental health services.
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Future Research
Future research should compare feelings of depression based on age. While age was not a focus
of the current study, towards the end it seemed older patients were likely to push through
feelings of depression, and some older participants did not acknowledge depressive symptoms
unless probed. This could highlight the need for a study focused on recognizing depressive
symptoms. Mental health education has increased especially among younger people, lessening
mental health stigma (Lanfredi et al., 2019). Also, for future research, it would be interesting to
view the findings through the redemptive suffering lens. Redemptive suffering is the idea that
there is value in suffering because it builds character, morality, and resilience within African
American adults with SCD (Guo, Klevan, & McAdams, 2016).
This study specifically targeted participants in Georgia which is part of the Bible belt.
This represents the religious socialization which in turn influenced the religious behavior, but a
similar study completed in a northern state may yield different results, since there may be a
different perception of religion experienced by individuals in a different region (Tweedie, 1978).
Limitations
The findings in this study have at least seven limitations. First, this study was qualitative,
therefore the results cannot be generalizable to those outside of the state of Georgia. Secondly,
the role of self-care management and self-efficacy were not included in the interview questions
and both are effective in managing SCD. Third members of the participant’s community, such as
providers and family members were not interviewed. The viewpoint of the provider was not
collected. This would have clarified the feasibility of incorporating coping strategies and
religiosity recommendations into interventions. Fourth, in this study, there were no questions to
inquire as to whether participants could distinguish between acute crisis pain and acute
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exacerbations of chronic pain. Participants were not asked whether they had received any
formal instruction in non-pharmacologic techniques such as cognitive-behavioral therapy,
relaxation, or mindfulness to assist with managing pain. Fifth, participants were not able to
complete the interviews (phone number did not work), were not able to add to the perceptions, of
those provided for this study. Many participants have participated in other studies and were,
therefore, more open to discussing things that would be otherwise difficult to discuss. The staff
at the clinic where the study was done have a good rapport with patients and therefore the
patients trusted me more because there was a handoff from the participants’ trusted provider. In
addition, the use of the term religiosity in interviews, instead of faith. This word change could
have reduced uneasiness from participants in responding to questions. Lastly, this study relied on
participants’ self-report and thus the data may be subject to social desirability bias.
Lessons Learned
This study was the first of its kind to qualitatively look at coping with depressive
symptoms and adds to the scarcity of knowledge about how African Americans with SCD are
coping with their depressive symptoms, outside of pharmacological interventions (Anie &
Green, 2015; Asnani et al., 2010). Participants were first asked about SCD, which most
participants seemed comfortable discussing. Study participation was associated with their
doctor’s office so when it came time for me to ask about SCD it almost seemed as if they were
continuing the conversation that they were already having with their provider. Participants being
comfortable talking about their experiences with SCD made it easier to talk about harder aspects
of their sickle cell such as depressive symptoms and religiosity. This highlights the need to
associate with a trusted entity when interviewing participants about sensitive topics.
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Before initiating this dissertation, a systematic literature review was conducted to gain an
understanding of what was in the literature and the gaps that exist. The systematic literature
review revealed the physical and psychosocial symptoms of adults with SCD and comorbid
depression. Identified symptoms were used in the interview to gain a better insight into
depressive symptoms experienced due to biological symptoms of SCD. During the interview, a
list of symptoms was provided, as probing questions, once asked how SCD influences their
thoughts and emotions. The review highlighted the symptoms, but also demonstrated the positive
impact religiosity could have on depressive symptoms when experiencing a physical condition.
Conducting a thorough review prior ensured that questions were well informed, but still allowed
the participants’ responses to fill the gap in the literature that exists, surrounding this topic.
Moreover, another lesson learned would be to expect the unexpected. Coronavirus
demonstrated the need to always have a backup plan in place. Individuals with SCD are
immunocompromised and therefore participated in telemedicine instead of coming to the clinic
for the first half of the study. Remote informed consents were conducted, and amendments were
made to conduct interviews over the phone. Interviews overlapped partially with Georgia’s
Shelter in Place order. This may not have been ideal but, it can be assumed that participants were
able to express themselves more freely without inhibitions based on the interviewer’s body
language. At the time of interviews, the killings of African Americans by police brutality may
have also had a negative impact on the participant, therefore amplifying depressive symptoms. A
few participants briefly mentioned an effect the shelter in place order had on their mood, but
essentially the effects of these factors, could not be measured.
While this study incorporated religiosity due to its representation within social support
that comes with religion rather than spirituality, it would have been better to use the term “faith.”
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This would encompass not only social support but also spirituality and would not have
made participants think of religion, which can be defined as a “set of beliefs.”
Despite the conscious choice to use the PHQ-8, rather than PHQ-9, two participants still
mentioned suicidal ideations when asked about depressive symptoms. Participants mentioned
they were not experiencing this symptom at the time, but the clinician who recruited the
participant was notified, to follow procedures, set in both Institutional Review Board protocols.
The effect of reading and listening to the difficult times of participants during interviews
and while coding was found to be difficult for the interviewer and coder. It would be better to
disperse interviews and coding over a longer time rather than a few months to give those
analyzing proper time to digest and cope with their feelings while analyzing.
Adding a question about religious affiliation in the demographic questionnaire would
have been beneficial for the study, to better prepare the interview of how to ask the religiosity
questions. Adding this question would have already introduced the idea of religiosity before
starting the religiosity questions, to the participant easing the tension of the transition from
coping strategies to religiosity.

Conclusions
The purpose of this exploratory, qualitative study was to gain a better understanding of
depressive symptoms and preferred coping strategies, of African American adults with SCD. In
addition, the study explored the acceptability of religiosity as a coping strategy for depressive
symptoms among African American adults with SCD, among those who self-identify as
religious. This study found that depressive symptoms expressed the least were having little to no
pleasure in doing things. The most-reported depressive symptom was having an episode of
depression in the past or feeling down. Participants also experience anxiety, suicidal thoughts,

84

crying/pleading with God; and expressed experiences of self-isolation, self-hate, agitation,
and self-pity. These symptoms were brought up by participants during interviews.
African Americans with SCD socialize with others (family or friends) and focus on
positive thoughts as coping strategies for depressive symptoms. Other coping strategies
mentioned were going to a therapist, watching television/movies, various self-care practices, and
ameliorating physical symptoms of SCD. Participants described these as coping strategies
specifically for the depressive symptoms they experience.
Participants who use religiosity to cope with depressive symptoms seek counsel from
pastors/ministers, turn to their church community to provide scripture as encouragement and
prayer. Community members of African Americans with SCD can use this information to
become more aware of depressive symptoms experienced and understand that the presence of
individuals in their community, has a positive impact on the individual’s quality of life. A
multidisciplinary team is needed to not only focus on the physical symptoms but also the
psychological symptoms experienced with SCD.
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LETTER OF COOPERATION

Departments of Medicine and Pediatrics

Center for Blood Disorders

(Sickle Cell Center / Hemophilia Treatment Center)

To: Human Subjects- Institutional Review Board
Georgia Southern University
P.O. Box 8005 Statesboro, GA 30461

October 17th, 2019

To Whom It May Concern:
Delores Quasie-Woode will conduct interviews with the adult sickle cell patients for her study titled: Patient’s Perspective of
using Religiosity as a Coping Mechanism for Depression in African American Adults with Sickle Cell Disease. Here at the
Augusta University Sickle Cell Center, we provide care and services to over 1500 patients in Augusta and the surrounding
area. Delores and I have discussed her interviewing patients at the clinic here at Augusta University and at our outreach
clinics in Macon, Savannah and Sylvester. Clinic hours are Monday through Friday, 8am – 5pm. Delores will be conducting
this research from November 2019, until saturation is reached.
After each appointment with a patient that meets the inclusion criteria (over the age of 18, identifies as African American,
has Sickle Cell Disease), I or a clinic staff member, will provide a brief summary of the study and ask the patient if they
would like to participate. If the patient agrees, I understand that Delores will be conducting interviews to identify which
strategies are being used to cope with depressive symptoms and to explore various perceptions of using religiosity as a
coping mechanism for depressive. Following the interview, Delores will be administering a survey to collect demographic
data on the patients. Looking at the interview and survey questions, I can see that this is a minimal risk study that may cause
psychological discomfort. Should an adverse reaction to participation occur or if the interviewee is found to be suicidal,
Delores will alert me or one of my staff members, so we can proceed, according to proper protocol.
As the Director of the Sickle Cell Center, I and the clinic staff support Delores in completing this study and will ensure
our patients are well protected. If you have any questions, please feel free to contact me.
Sincerely,

Abdullah Kutlar, MD
Professor of Medicine
Dr. William N. Agostas and Josephine R. Agostas Chair in Internal Medicine Director, Center for
Blood Disorders
Division of Hematology/Oncology & Stem Cell Transplantation Medical College
of Georgia, Augusta University
989 St. Sebastian Way, Augusta, GA 30912 Phone:
706-721-2171 | Fax: 706-721-7226
Email: akutlar@augusta.edu
989 St. Sebastian Way, EF-100, Augusta, GA 30912 (706) 721-2171 Fax: (706) 721-4575
An Affirmative Action/Equal Opportunity Education Institution

104

APPENDIX D

IRB: APPROVAL LETTER: AUGUSTA UNIVERSITY

105

APPENDIX E
TABLE I. CONSTRUCTS AND CORRESPONDING INTERVIEW QUESTIONS

Construct

Interview Questions to address construct

-Tell me what it is like to have Sickle Cell?
-What type of symptoms do you experience due to
your SCD?
-How does your SCD influence your thoughts and
emotions?
Psychological (Biopsychosocial
-Please describe any depressive symptoms you may
Framework)
experience.
-What type of activities (things you may do) make
your depressive symptoms worse/better?
-What do you do when you feel these depressive
symptoms?
Social (Biopsychosocial Framework) -Please describe your role in a religious community.
Biological (Biopsychosocial
Framework)

Religious Socialization

N/A- Inclusion Criteria

Demographic Characteristics

N/A- Inclusion Criteria

Personal Community Relationships

-What type of support do you receive to help with
your SCD from your religious community?

Religious Commitment

-Describe your role in a religious community (e.g.
church/congregation, mosque, spirituality group)
-OR-Describe your willingness to incorporate religiosity
into your lifestyle.
-Tell me about your religious beliefs.

Religious Beliefs
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APPENDIX F
ENROLLMENT NOTE

Note to File
Protocol Title: An Exploration of Depression in African American Adults with Sickle Cell Disease:
Symptoms, Coping Strategies and the Potential Benefits of Religiosity

IRB Net ID #1544156-2
Enrollment Note
Participant ID #_____1________
This participant had access to email. The Remote Informed Consent process was initiated with the
participant on 5/11/2020 at 9:40 am via telephone. The ICD was emailed to the participant on 5/11/2020.
At the beginning of the consent discussion, I notified the participant that a witness will be listening to our
discussion. I emphasized that signing/ dating the document should only occur after they have been fully
informed and had a chance to ask questions.
I verified that the participant received ICD version 2 dated 3/17/2020, with 8 number of pages total. The
participant verbalized they had adequate time to review the document prior to this discussion and that all
pages were legible.
The details of the study were discussed with the participant, including risks and benefits of participation.
Confidentiality and the recording of the interviews was discussed. The participant stated that they
understood all that was in the ICD. At the start of the audio recording the participant was asked to confirm
completion of the consent process.
The participant’s signed, dated and timed informed consent document was returned to the investigator by
the participant via the US mail in a study provided pre-addressed, pre-paid envelope. The signed ICD was
received on 5/20/20 and was placed in the study research file. No research procedures or interviews were
started until the consent was fully understood.

___________________________________________________________
Consenting Investigator Signature

Date/Time

My signature below documents the information in the An Exploration of Depression in African American
Adults with Sickle Cell Disease: Symptoms, Coping Strategies and the Potential Benefits of Religiosity
consent form was accurately explained to, and apparently understood by the participant and that consent
was freely given by the participant.
___________________________________________________________
Consenting Witness Signature

Date/Time
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APPENDIX G
DEMOGRAPHICS QUESTIONNAIRE

An Exploration of Depression in African American Adults with Sickle Cell Disease:
Symptoms, Coping Strategies and the Potential Benefits of Religiosity
Demographics Questionnaire:
The information you provide could help educate health professionals on how to better serve you.
I am interested in all of your thoughts and opinions. Your participation in this study is voluntary.
Feel free to let me know if you do not understand a question.
Please fill in the answers below and put a checkmark next to the options that apply to you.
1. What is your sex?
___ Male
___ Female
___ Other: _______________
2. What age group are you in?
___ 18-29
___ 30-39
___ 40-49
___ 50-59
___ 60-69
___ 70+
3. What is your highest level of education?
____ Some High School
____ High School Diploma
____ Some College
____ College Degree
____ Post College Degree
4. What is your marital status?
__ Single
__ Married
__ Divorced

Thank you for your responses. Please continue to the next page.
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5. What is your Employment Status?
____Unemployed
____Full-time Student
____Employed (Part-Time)
____Employed (Full-Time)
____Self- employed
____Retired
____Other (Specify) ____________
6. What is your Household Income Level?
___ <10,000
___ 10,001-25,000
___ 25,001-35,000
___35,001-45,000
___ >45,000
7. What is your sickle cell genotype?
___ Hb SS
___ Hb SC
___ Hb Sβ0
___ Hb Sβ+
___ Hb AS
___ Unknown
8. How do you feel about your health?
__ Excellent
__ Very Good
__ Good
__ Fair
__ Poor

Thank you for your responses. This is the end of the questionnaire.

109

APPENDIX H
INTERVIEW GUIDE

An Exploration of Depression in African American Adults with Sickle Cell Disease:
Symptoms, Coping Strategies and the Potential Benefits of Religiosity
Adults with SCD Interview Guide
Welcome and thank you for participating in today’s interview. My name is Delores QuasieWoode and I am a Georgia Southern University student. I will be asking questions about your
thoughts on symptoms you may experience, how you cope with the symptoms and the role of
religiosity in your life. The information you tell me could help educate health professionals on
how to better serve you. I am interested in all of your thoughts and opinions. Your participation
in this study is voluntary. Please tell me if you would like me to skip a question or if at any time
you would like to stop the interview. Feel free to let me know if you do not understand my
question. I will be recording the interview so I can note your responses, but I will not include
your name in any reports or presentations. Throughout the interview I will refer to Sickle Cell
Disease as Sickle Cell.
The first series of questions will focus on how you cope with your sickle cell disease.
1. Tell me what it’s like to have Sickle Cell.
2. What type of symptoms do you experience due to your SCD?
a. How do you cope with these symptoms?
b. What type of activities (things you do) make the symptoms of your SCD worse?
c. How do these activities make the symptoms worse?
d. What type of activities (things you do) make the symptoms of your SCD better?
e. How do these activities make the symptoms better?
3. How does your SCD influence your thoughts and emotions?
a. In addition to the symptoms you mentioned, please let me know if you have
experienced any of the following psychosocial symptoms: discriminatory remarks from a
significant other, negative social experiences, loneliness, self-hate.
b. In addition to the symptoms mentioned, please let me know if you have experienced
any of the following physical symptoms: increased pain intensity, anxiety, sleep disturbance,
cognitive difficulty, frequent pain episodes, economic hardship due to disability, nausea
dizziness or fainting.
Thank you. The next series of questions will focus on how you cope with depressive symptoms
that you may feel.
4. Please describe any depressive symptoms you may experience.
a. In addition to the depressive symptoms you mentioned, please let me know if you have
experienced any if the following: little or no interest or pleasure in doing
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things, feeling down or depressed, trouble falling asleep or oversleeping, feeling tired or
having little energy, poor appetite or overeating, feeling bad about yourself, having trouble
concentrating on things.
b. Has having SCD or symptoms of SCD ever made you feel depressed?
c. What triggers your symptoms?
5. What types of activities make (only use the symptoms chosen) your depressive symptoms
worse?
6.What types of activities make (only use the symptoms chosen) your depressive symptoms
better?
7. What do you do when you feel these depressive symptoms?
Thank you. The next series of questions will focus on your thoughts on religiosity.
Religiosity is the use of individual values, beliefs, practices and rituals related to faith. When I
say religiosity, I am talking about the social aspects of religion, such as church events, Bible
study, praying together, participating in the choir etc.
8. Please tell me about your religious beliefs.
9. Tell me about the role religion plays in your life (if not religious skip to questions 16 and 17)
10. Please describe your role in a religious community (e.g., church /congregation, mosque,
spirituality group).
a. What type of religious activities do you practice, if any?
11. Please describe your opinion of the relationship between religion and physical health.
a. Please describe how your religion helps or could help you cope with your SCD?
12. Please describe your opinion of the relationship between religion and health.
a. Please describe how your religion helps or could help you cope with any depressive
symptoms you may experience?
13. What religious activities would be used to help you cope with depressive symptoms?
a. How do you feel that your religion helps you cope with your symptoms?
14. Tell me why you feel this way.
15. What type of support do you receive to help with your SCD from your religious community?
a. If a person states that they receive no support, ask: What do you wish your religious
community would do to support you?
b. If a person states that they do receive support, ask: What else could your religious
community do to better support you?
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16. Please describe your willingness to incorporate religiosity into your lifestyle.
a. Please describe your willingness to use religiosity to cope with any depressive
symptoms you may feel.
b. How likely are you to incorporate religiosity as a coping mechanism for your
depressive symptoms?
17. Please describe the bad things about using religiosity as a coping strategy.
Thank you for your participation! This is the end of the interview portion.
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APPENDIX I
INTERVIEW GUIDE: NOTES PAGE

An Exploration of Depression in African American Adults with Sickle Cell Disease:
Symptoms, Coping Strategies and the Potential Benefits of Religiosity
Adults with SCD Interview Guide
The first series of questions will focus on how you cope with your sickle cell disease.
1. Tell me what it’s like to have Sickle Cell.
2. What type of symptoms do you experience due to your SCD?
a. How do you cope with these symptoms?
b. What type of activities (things you do) make the symptoms of your SCD worse?
c. How do these activities make the symptoms worse?
d. What type of activities (things you do) make the symptoms of your SCD better?
e. How do these activities make the symptoms better?
3. How does your SCD influence your thoughts and emotions?
a. In addition to the symptoms you mentioned, please let me know if you have
experienced any of the following psychosocial symptoms: discriminatory remarks from a
significant other, negative social experiences, loneliness, self-hate.
b. In addition to the symptoms mentioned, please let me know if you have experienced
any of the following physical symptoms: increased pain intensity, anxiety, sleep disturbance,
cognitive difficulty, frequent pain episodes, economic hardship due to disability, nausea
dizziness or fainting.
Thank you. The next series of questions will focus on how you cope with depressive symptoms
that you may feel.
4. Please describe any depressive symptoms you may experience.
a. In addition to the depressive symptoms you mentioned, please let me know if you have
experienced any if the following: little or no interest or pleasure in doing
things, feeling down or depressed, trouble falling asleep or oversleeping, feeling tired or having
little energy, poor appetite or overeating, feeling bad about yourself, having trouble
concentrating on things.
b. Has having SCD or symptoms of SCD ever made you feel depressed?
c. What triggers your symptoms?
5. What types of activities make (only use the symptoms chosen) your depressive symptoms
worse?
6.What types of activities make (only use the symptoms chosen) your depressive symptoms
better?

